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Abstract
This study examined how informal caregivers made decisions about placing older
spouses in long-term care (LTC) facilities. A mixed methods approach was used to
collect data from 40 spousal caregivers of community dwelling individuals above the age
of 65, using the Aging Perceptions Questionnaire, the Revised Familism Scale and a
semi-structured interview. Participants also made decisions for hypothetical vignette
characters representing the varying levels of care needed by individuals currently on
Ontario’s LTC waitlist. Qualitative and quantitative findings were unclear about the
relationship between the attribution of health conditions to aging made by spouses and
LTC decisions made for their care recipients. However, qualitative findings indicated
that sense of familial duty to care for a spouse affected LTC decisions. These decisions
were also influenced by the caregivers’ personal health and personal preference about
care giving duties, gender of the caregiver, access to home care services, quality of the
spousal relationship and personal experiences with caregiving.

Keywords: aging attribution, spouse, informal caregiver, familism, family caregiver,
long-term care placement, views about aging
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Introduction
Much like the rest of the world, Canada will be confronting a surge of older adults
in the very immediate future. To address the needs of this growing population,
governments at all levels are focusing on examining key issues that threaten to place a
strain on the existing health care system, such as the availability of housing with services
and health human resources (Hollander, 2007).
Currently, the main long-term housing with services option for older adults is the
long-term care (LTC) institution. In 2000, Canada spent an estimated $7 billion annually
on LTC institutions and $2 billion on home care (Sullivan, 2000). These numbers have
not decreased over the past decade and are expected to rise with the retirement of
Canadian baby-boomers. From a systems-level perspective, the high costs of LTC
institutionalization have prompted governmental agencies and researchers to evaluate
alternative methods of housing older adults while ensuring that they receive the care that
they require. Institutionalizing older adults has been suggested to be less favourable from
the individual standpoint as well. Research has shown that, after LTC
institutionalization, elderly care recipients reported perceived documented declines in the
ability to perform activities of daily living such as bathing or toileting (Montuclard,
Garrouste-Orgeas, Timsit, Misset, De Jonghe & Carlet, 2000).
Recognizing the need to explore alternatives to LTC homes, the current focus by
policy makers and practitioners has increasingly been on supporting older adults in their
private homes through supportive home and community care services. Although the use
of home care services is rising across Canada, family members typically prefer to provide
care to their loved ones themselves over hiring a professional into the home (Hollander,
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Miller, MacAdam, Chappell, & Pedlar, 2009; Smith, Snelgrove, Armstrong-Esther, &
Clark, 2003). As such, family members are now increasingly providing LTC for
individuals with chronic health problems in the home (Canam & Acorn, 1999), even
when professional care is available. A recent national study have shown that 98% of
older Canadians who were receiving home care services were also cared for by a spouse,
offspring, friend or neighbour; most (55%) of these individuals were receiving care from
a spouse (Canadian Institute for Health Information[CIHI], 2010a).
According to Health Canada (2004), an informal caregiver (also known as a
family caregiver) is “an individual who provides care and support to a family member,
friend or neighbor who has a physical or mental disability, or is chronically ill or frail”.
In 2002, Statistics Canada indicated that there were two million informal caregivers in
Canada. This number has risen and will continue to increase with the aging of the
Canadian population. Hollander and colleagues (2009) demonstrated that the value of
services provided by Canadian informal caregivers in 2009 alone amounted to $25
billion. Despite the extensive care and support afforded by informal caregivers, there is
evidence that between 35% and 56% of older adults on Ontario’s LTC waitlists have a
live-in caregiver. In addition, a significant proportion of those waiting for LTC
placement possess relatively low health needs that could be maintained in the community
(as assessed on the four Inters/-H om e Care scale dimensions of no cognitive
impairment, low to medium levels of difficulties with activities of daily living [ADL],
with instrumental activities of daily living [IADL], and living with a caregiver ; Williams
& Watkins, 2009). What is driving older adults with access to informal caregivers to
seek LTC placement?
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This study will explore the psychosocial drivers that lead informal caregivers to
recommend LTC placement for their older care recipients. It will take into consideration
the dynamics underlying family care giving to determine if caregiver attributions of agerelated conditions can influence recommendations for placing older adults into LTC.

Theoretical Perspectives
Health Beliefs: Leventhal’s Common Sense Model of Self-Regulation.
To understand how caregivers make health-related decisions in response to their
care receivers’ illnesses, the discussion must begin with how individuals think about
health and illness. Leventhal and colleagues described the common-sense model o f self
regulation as a way by which individuals regulate health and illness behaviour
(Leventhal, Brissette, & Leventhal, 2003). The common-sense model describes
individuals as possessing ‘lay’ beliefs about illnesses (also known as illness
representations) that allow them to comprehend symptoms and to guide coping actions.
These illness representations can be broken down into five underlying components
(Leventhal et al., 2003):
• Identity: The label or name given to the condition and the symptoms that ‘appear’ to
correspond to the condition.
• Cause: Individualistic ideas about the perceived cause of the condition. These ideas
may or may not be bio-medically accurate.
• Time-line: Predictive beliefs about how long conditions might last. For example, is the
condition acute or will it be chronic? These beliefs undergo re-evaluation over time as
the conditions evolve.
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• Consequences: Individual beliefs about the physical and social consequences of the
conditions, which may develop into more realistic beliefs over time.
• Curability/controllability: The beliefs about whether a condition can be cured or kept
under control, and the degree of control that the individual can exert to achieve this.
In particular, causations about health conditions are important to consider in
isolation, because the perceived cause of a condition often underlies understanding about
the condition’s time-line, consequences, and controllability. As such, this study will
focus on the causation component of illness representations.

Causal Attribution Theory
Literature shows that ideas about causation are created for all types of situations
(Kelley & Michela, 1980). The creation of causations can be better understood by
means of the causal attribution theory (Weiner, 1985), and can be linked to the discussion
of health by first considering health related behaviours. Health related behaviours
consist both of health behaviours and illness behaviours (Kasl & Cobb, 1966). Health
behaviours refer to the preventative actions that individuals undertake to maintain an
optimal level of function, and illness behaviours refer to the actions individuals employ in
response to adverse health outcomes. According to Mechanic (1995), illness behaviour is
“the varying ways individuals respond to bodily indications, how they monitor internal
states, define and interpret symptoms, make attributions, take remedial actions and utilize
various sources of informal and formal care” (p. 1208).
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Discussion about attributions in daily lives, and when an individual performs an
illness behaviour, refers to the assigning of causes for an event or condition. Individuals
attribute causes to an event or outcome whenever they are trying to make sense of the
world in terms of a cause-and-effect relationship, in order to decide on the appropriate
responses. It also has been suggested that making attributions helps to provide a degree
of order and predictability to individuals’ lives and helps with coping. These decisions
about causations are strongly driven by personal experiences, as well as the social
environments in which individuals reside (e.g., influenced by factors such as stereotypes
and stigma).
When an individual attributes a cause to health symptoms, the individual forms a
hypothesis regarding the causations of these symptoms based on both internal (e.g.,
disease states, biological aging) and external factors (e.g., general environment, stressful
events) (Kart, 1981). This phenomenon is grounded in Weiner’s (1985) attribution
theory of achievement motivation, which suggests that individuals account for successes
and failures in terms of the three dimensions of causal attributions:
• causality (internal or external),
• stability (stable or unstable) and
• controllability (controllable or uncontrollable).
These dimensions together can be used to describe the style that an individual
adopts when he or she attributes causes to an event or outcome. An individual can be
described as subscribing to an overall style of attribution that is either optimistic or
pessimistic (Table 1). For a given positive event, optimistic individuals explain the cause
as being internal, stable, and controllable. They also tend to describe such positive events

6

as global, or occurring in all other aspects of their lives. The same individual would then
describe negative events as external, unstable, uncontrollable and specific. By viewing
successes as due to their own ability and failures as due to changeable external sources
(e.g., luck), these individuals tend to have higher internal locus of control and will be
more likely to attempt to act to change the circumstances.
Conversely, a pessimistic individual would tend to describe positive events as due
to external, unstable, and uncontrollable causes that also are only limited to this one
situation, and negative events as due to internal, stable and controllable causes, that are
global in scope. Here, although pessimistic individuals might realize that they are
capable of exerting an influence over the negative events, the fact that they also view
negative events as stable, unchangeable events deters them from action. Therefore,
pessimistic individuals tend to view successes as due to chance and failure as due to
unalterable forces in many aspects of their lives. These individuals tend to have reduced
internal locus of control and self-efficacy and will be less likely to attempt to change their
situations, even when the situation allows for change.

Table 1. Patterns of attribution by those with optimistic and pessimistic attribution styles

Causality
Stability
Controllability
Examples of
Common
Explanations
For a Fall

Attribution Styles and Type of Events
Pessimistic Attribution Style
Optimistic Attribution Style
Negative Events
Negative Events
Positive Events
Positive Events
External
Internal
Internal
External
Unstable
Stable
Stable
Unstable
Uncontrollable
Controllable
Uncontrollable
Controllable
I did notfall
because I was
able to react
quickly.

The slipperyfloor
caused me tofall.

It was by chance
that I did notfall.

Myfalls are due
to advanced age.
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In geriatric health research, it often is important to understand how individuals
attribute the causes of their symptoms in order to predict health seeking behaviours and to
plan health promotion strategies. The pessimistic attributional style profile closely
describes someone who attributes novel illness symptoms in older adults as due to
“natural aging” (a force that is internal yet stable and inevitable).

Aging Attribution: An Example of the Pessimistic Attributional Style
Recent research on aging shifts from a disease-centric view to one that regards
individuals as being capable of sustaining a disease-free optimal state of aging through
balanced lifestyles. Although old age was originally believed to be the cause of agingrelated conditions such as impairments in memory and continence, the perveived causal
sources of these conditions have been replaced by pathophysiological diagnoses
(Mitteness, 1990; Roth, 1955). Further support for this shift in focus can be found in
James Fries’ theory of the compression of morbidity (2005) - a concept that shows
contemporary older adults are living longer in the absence of chronic diseases commonly
associated with advancing age. However, there appears to be a disconnect between
academic evidence and the attitudes and lived experiences of lay persons. Outside of
academia, aging remains predominantly regarded as a process associated with the onset
of diseases and decline in functional abilities (Kart, 1981; Sarkisian, Liu, Ensrud, Stone,
& Mangione, 2001; Sarkisian, Prohaska, Wong, Hirsch, & Mangione, 2005). For
example, Williamson and Fried (1996) found that 20% of community-dwelling,
cognitively and functionally intact older adults indicated “old age” as the cause of a

disability in two or more instrumental activities of daily living (IADLs) and activities of
daily living (ADLs). Such attitudes and stereotypes towards aging are typical of the
misattribution of ascribing chronological age as the key determinant of new adverse
health conditions in late life; a concept that is commonly referred to as aging attribution.
Aging attribution (also known in the literature as age attribution) is a crucial issue
requiring attention from gerontologists and geriatric health professionals, because it is
important to understand how individuals attribute the causes of their symptoms in order
to predict health seeking behaviour and to plan effective health promotion strategies. An
individual who makes aging attributions possesses characteristics fitting a pessimistic
attributional style profile. As with all pessimistic attributors, aging attributors view a
negative situation (e.g., the age-related health condition) as being caused by an internal
source that may be controllable, however its causation is highly stable and difficult to
change.
Weiner (1985) suggested that individuals tend to interpret behaviour and
outcomes as caused by a process that is stable and unchangeable. Hence, a potential
explanation for why individuals are aging attributors may be the tendency to perceive
health outcomes as due to factors that are uncontrollable - such as the natural aging
process. Such an interpretation produces detrimental effects on motivation because it
bars individuals from believing in their own abilities to affect their well-being and
successes through behavioural modifications. For example, if individuals believe that a
persistent bone pain is stable and uncontrollable and an inevitable part of the aging
process, they tend to believe that there is nothing they or anyone else can do to affect the
condition, despite the fact that the pain could be due to a fracture or bone cancer.
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Consequently, these individuals are unlikely to seek medical attention or attempt to treat
the symptom appropriately. As a result, the condition may worsen and provoke the onset
of new symptoms, ultimately influencing their mortality. On a less extreme level, the
individual may still attempt to engage in behaviours or actions to address their illnesses,
but one that may be misguided and unsuitable for their actual condition. For example, if
an individual regards urinary incontinence as resulting from an uncontrollable cause, they
may be less likely to engage in self-management activities, also known as behaviours to
cope with the condition, and more likely to perform activities to treat the condition such
as the self-implementation of Kegel exercises (Locher, Burgio, Goode, Roth, &
Rodriguez, 2002).
Blank (1987) has noted that when one makes an erroneous attribution there is a
possibility that the individual will filter out relevant information due to existing biases
that are the result of stereotypes. Aging is a process marked by stereotypes (Levy, 2003),
and as such, it can be said that the formation of age attribution is influenced by factors
such as the individual’s culture and the social environment similar to the formation of age
stereotypes.
Aging attribution is also not a phenomenon exclusively demonstrated by those in
their later years. Though biological aging is a primary cause of health symptoms such as
decreased stamina and external appearance changes, the lay public in general tends to
confer greater severity for these causal relationships, in addition to making erroneous
generalization of other symptoms to be also caused by aging. Older adults who attribute
health symptoms to age typically neglect to take the necessary precautions for treatable
conditions that may have negative consequences downstream (Levy, Ashman, & Slade,
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2009). The dire effects of self mis-attributing symptoms to age on the health of older
adults have been widely captured in the literature. This common practice also serves as a
major hindrance to effective translation of health research knowledge to the general
public.

Literature Review
Health Effects of Aging Attribution
Older adults who attribute illnesses to age reported a significantly higher level of
physician diagnosed arthritis, heart disease, and hearing loss (Williamson & Fried, 1996)
and were at a higher risk for early mortality (Rakowski & Hickey, 1992; Levy, Slade,
Kunkel, & Kasl, 2002) than those who did not attribute illnesses to age. The odds of
attributing new disabilities to old age are strongly correlated with age itself. With
increasing age, elderly women are increasingly more likely to attribute new functional
disabilities to age (Sarkisian et al., 2001). The tasks of independent living for which
difficulties were most frequently self-attributed to “old age” included dressing oneself,
walking, cutting nails, getting in or out of a bed, chair or car, and ascending or
descending stairs (Williamson & Fried, 1996). Individuals who attribute illnesses to
aging also were less likely to contact a primary care provider or receive vaccinations
(Gjorup, Hendriksen, Lund, & Stromgard, 1987; Prohaska, Keller, Leventhal, &
Leventhal, 1987). Similar results were shown in different ethno-racial groups (e.g., older
African-, Hispanic-, and non-Hispanic-Americans [Goodwin, Black, & Satish, 1999]).
Older adults who attribute symptoms to age were also less motivated and more reluctant
to seek professional health interventions (professional evaluation or treatment) for
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conditions such as depression (Brody & Kleban, 1985; Sarkisian et al., 2005) and urinary
incontinence (Locher et al., 2002), despite the high possibility that these conditions are
precursors or symptoms of other underlying medical problems (e.g., urinary tract
infection). There is a documented association between age attribution and increased
blood pressure and arousal to stressors in hypertensive older adults (Auman, Bosworth &
Hess, 2005; Levy, Hausdorff, Hencke, & Wei, 2000). In addition, older adults who
associate aging with declines in quality of life are significantly less physically active
(Sarkisian et al., 2005).

Social Determinants of Aging Attribution
Although an association was found between the practice of aging attribution and
decreased health service use among many different ethno-racial groups, the level and
types of symptoms attributed to age are highly affected by the different cultural beliefs
that different ethno-racial groups commonly subscribe to (Boduroglu, Yoon, Luo, &
Park, 2006; Goodwin, Black, & Satish, 1999; Levy, Ashman, & Slade, 2009). For
example, cultural beliefs about aging have been shown to demonstrate a moderating
effect on late life memory loss (Levy & Langer, 1994) while also having the potential to
reduce the adverse association between age attribution and functional decline (Levy et al.,
2009).
Levy and colleagues (2009) suggested that American and Japanese older adults
tend to exhibit different patterns of age attribution. Americans tended to ascribe their
health problems to external causes or to internal and unstable factors, a process known as
self-enhancement (Miller & Ross, 1975), whereas the Japanese were more prone to
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attribute internal and stable factors as the cause of their problems, a process known as
self-critical bias (Mezulis, Abramson, Hyde, & Hankin, 2004). It was found that the
Japanese were more prone to exhibit age attribution than their American counterparts
(Levy et al., 2009). Although not specific to age attribution, cross-cultural literature has
generally shown East Asians to utilize greater amount of negative attributions when
describing themselves than Westerners (Heine & Lehman, 1999; Spencer-Rodgers &
Peng, 2005). Ji (2005) has indicated that the lay theories underlying the experience of
life course changes by East Asians (particularly the Chinese) and North Americans are
inherently different. North Americans believe in the stability in people and events
throughout time (Ross, 1989); the Chinese operate under the theories of change. Ji
(2005) hypothesized that such beliefs allow the Chinese to view many possibilities in
each situation, but they also contribute to a weaker sense of control. A weakened locus
of control may also serve to explain the greater propensity by the Chinese to attribute
health problems to an uncontrollable source, such as age.
Even as age attribution is strongly correlated with certain adverse health
behaviours, culture on its own is also a strong moderator of health behaviour.
Additionally, though poor health practices typically lead to poor health outcomes among
similar individuals, culture has been shown to create differences in the effects of poor
health related lifestyle practices among Canadian seniors with dissimilar cultural origins.
Even as Canadian, American, European, and Australian-born seniors in Canada were
found to be more likely to be inactive and partake in alcohol consumption, smoking, and
usage of prescription drugs than seniors bom elsewhere, it was the latter group who self
reported poorer levels of health (Maurier & Northcott, 2000).
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Causal attributions and Caregivers
Aging attributions, as a form of pessimism, have been shown to have adverse
health related effects on one’s self. However, no literature was found to examine whether
a caregiver’s aging attributions have an effect on the care recipient, and there is little
literature that has examined the effects of pessimism and optimism on the caregiving
process.
Lyons and colleagues have shown the adverse effects that pessimism about the
care recipient’s health can have on the caregivers; when caregivers displayed pessimism
in the early stages of their caregiving role, they were likely to possess high levels of
baseline depressive symptoms and poor physical health, as well as a quicker declines in
health over the long run (Lyons, Stewart, Archbold, Carter, & Perrin, 2004).
Furthermore, in addition to higher levels of depression, pessimism in spousal caregivers
has been suggested to be related to reduced levels of effective coping (Pinquart &
Duberstein, 2005).
Additionally, although there was little research found that examined the effect of
caregivers’ causal beliefs on care recipient outcomes, what is available has shown that
caregiver pessimism has an effect on care giving outcomes (Martin-Cook, RemakelDavis, Svetlik, Hynan, & Weiner, 2003). For example, depression attributed by
caregivers to cognitive and attitudinal problems was shown to be predictive of the care
recipient’s decreased adherence to antidepressant treatments over a three months period
(Sher, McGinn, Sirey, & Meyers, 2005).

14

Informal Caregiver and Long-Term Care Institutionalization
Although there is little research that has examined the effects of caregivers’
causal attributions, the existing literature does suggest that the causal beliefs of caregivers
can translate into documented behavioural outcomes. This section will present what
researchers suggest are qualities associated with informal caregivers that influence
institutionalization of older adults.
For older adults with access to informal caregivers, caregiver burden has been one
of the key drivers of premature long term institutionalization. Caregiver burden describes
the physical, psychological, social, and financial problems incurred by the family
members or friends who take on the informal caregiving role (Brodaty & Berman, 2006).
It is a construct that is measured typically in terms of anxiety, depression, perceived
feelings of fulfillment, depersonalization, learned helplessness, and lower self-esteem
(Schene, Tessler, & Gamache, 2004). As mentioned, reduced self-efficacy is often an
outcome that is associated with a pessimistic attribution style. Not surprisingly, Riemsma
and colleagues (1999) showed that reduced self-efficacy with regards to providing help is
a key variable explaining the burden on caregivers. As well, Beckham and colleagues
have shown that, in addition to care recipients’ disabilities being related to caregiver
pessimism, poor self-efficacy expectations regarding managing symptoms in care
recipients also are strongly related to burden in their caregiver (Bechkam, Burker, Rice,
& Talton, 1995). Taken together, both of these results suggest that pessimistic
attributions may play a role in triggering caregiver burden.
Recent research has shown that caregiver burden and quality of life in the care
recipient are predicted independently by the emotional relationship between the care
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recipient and caregiver, participation in caregiver training, care recipient dependency,
functional status of the caregiver (Jonsson, Lindgren, Hallstrom, Norrvin, & Lindgren,
2005), and family support (McCullagh, Brigstocke, Donaldson, & Kalra, 2005).
Caregiver burden and quality of life also are predicted by caregiver age and gender, such
that female and younger caregivers were more distressed than male and older caregivers
(Fitting, Rabins, Lucas, & Eastham, 1986; Mays & Lund, 1999; Wallsten, 2000). In both
genders and across a number of different caregiver populations, the experience of
caregiver burden also was exacerbated by factors such as the duration of caregiving and
the education level that the caregiver possessed (Kramer, 1997; Picot, Youngblut, &
Zeller, 1997; Zarit, Todd, & Zarit, 1986). Life-course and contextual factors also were
shown to contribute to the patterning of health risks in the caregiver (Marks, Lambert,
Jun, & Song, 2008). Daughter caregivers were at greater risk of physical decline due to
low income status and were at greater risk of mental health declines when they combined
employment with caregiving. Male offspring caregivers were faced with greater health
risks if they were unmarried (Marks, et al., 2008). Older spousal caregivers experiencing
mental or emotional strain were at higher risk of dying (Schultz & Beach, 1999). Spousal
caregivers also were found to experience the highest amount of burden among all other
informal caregivers for individuals with dementia (Son Hong & Kim, 2008). Despite its
adverse effects, caregiver burden was often shown to not reduce the sense of personal
accomplishment felt by caregivers; rewards of caregiving, such as personal
accomplishment, also have a buffering effect on strain and were positively predicted by
optimism (Carter, Stewart, & Archbold, 2008).
Resilience, defined as lower perceived burden when confronted with high care
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demands, could be a potential way by which the association between burden and LTC
institutionalization can be understood. Gaugler, Kane, and Newcomer (2007) have
shown that resilience can be a potential path through which burden can be associated with
institutionalization. In their study, they showed that high baseline resilience in caregivers
(those who perceived low burden during high care demands) was associated with reduced
levels of institutionalization of the care recipients.
Piercy (2007) found that caregivers with strong commitments to care for their
loved ones in the home were driven by moral, religious, and affectionate reasoning.
These individuals also tended to cope with difficult situations by reframing them as
manageable challenges. However, whether care relationships that are more grounded in
duty might affect the commitment to home care by informal caregivers remains unclear.
Although research has presented several different models to explain the causes of
caregiver burden, it has been suggested that inherent in these models is the belief that
caregiver burden leads to negative outcomes, such as economic burden, reduced
emotional and physical health of caregivers, and LTC placement (Carter et al., 2008).

Perceived Sense of Duty Considerations in Caregiving
Informal caregiving is a process driven by cultural considerations and social
norms. Research has captured many reasons for individuals to become informal
caregivers: sense of duty and obligation, kinship, discretionary reasons such as the
enjoyment of relationships, and affection (Walker, Pratt, Shin, & Jones, 1990).
According to Motenko (1988), “the present caregiving relationship was rooted in the
[past] relationship... In this way, the past is part of the present and infuses meaning into
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caregiving...[caregiving] perpetuates a relationship that continues to hold valuable
meaning for the caregiver” (p.111). Research also has shown that caregiver burden is
most prevalent when the care relationship was rooted in a sense of duty and obligation
rather than discretionary reasons (Walker et al., 1990). Similarly, recent research has
shown that the positive quality of the relationship with the care receiver greatly affects
the care providers’ resilience to an evolving disease course (Carpenter & Miller, 2002).
Given the link between caregiver burden and the perceived sense of duty, it becomes
important to examine how this relationship affects the caregivers’ decision making
process.
Sense of duty has been found in informal caregivers from a wide range of
genders, relationship to care receiver, age groups, and ethnocultural backgrounds
(Calderón & Tennstedt, 1998; Harris, 1993). Although filial responsibility has been
affecting caregiving across cultures throughout history, it was Blenkner (1965) who
formalized this concept to describe the sense of obligation or duty that children have
about caring for and supporting their parents. Since then, researchers have shown that
parents, especially women (Seelback, 1978), expect care and assistance from their adult
children (Blieszner & Mancini, 1987), and adult children also often feel responsible to
care for their elderly parents (Harris, 1998; Walker et al., 1990).
The role of spousal responsibility has also been widely documented. Among
spousal caregivers, a sense of duty, reciprocity, and affections were the leading reasons
for care giving in advanced age (Lewis, 1998; Murray & Livingston, 1998; Murray,
Schneider, & Banerjee, 1999; Neufeld & Harrison, 2002; Russell, 2001). Boeije and Van
Doome-Huiskes (2003) found that there exist differences in moral obligations and the
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perceived feelings of duty and rights between female and male spousal caregivers. They
also noted that caregivers who are predominantly driven by a sense of duty to care
maintained care giving even as their relationship with the care recipient deteriorated.
Murray and Livingston (1998) have found that older spouse caregivers who foresee long
term unhappiness in their marriage experienced feelings of entrapment in their care
giving roles.
Culture has been suggested to play an important determining factor in the
perception of a responsibility to care for aging spouses and parents (Sultany, Lavie, &
Haimov, 2008). Additionally, ethnocultural differences in North American informal
caregivers have been linked to differences in resource utilization and physiological and
psychological stressors (i.e., caregiver burden). A meta-analysis of empirical studies on
caregivers by Pinquart & Sorensen (2005) showed that Asian-American caregivers had
stronger filial obligation beliefs than non-Hispanic Caucasian caregivers and performed
higher levels of care, while experiencing higher levels of depression, less use of formal
supports, and worse self-reported physical health. Yarry, Stevens, & McCallum (2007)
suggested that ethnic minority spousal caregivers in North America encounter a
heightened sense of responsibility toward their spouses. Contrary to common research
findings, the authors suggested that this sense of responsibility may buffer the higher
number of stressors experienced by these caregivers. Similarly, despite their higher sense
of duty to care, African-American and Hispanic caregivers were more likely to use
prayer, faith, or religion as coping mechanisms, and exhibit more strongly held beliefs
about filial support and reduced levels of caregiver stress, burden, and depression than
Caucasian caregivers (Connell & Gibson, 1997).
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The term familism has been coined to describe the elevated level of familial
obligation that certain groups of individuals possess, such that the needs of the family are
valued over one’s own needs (Knight & Sayegh, 2009). Sobogal, Marin, Otero-Sabogal,
Vanoss Marin, and Perez-Stable (1987) have described familism as “a strong
identification and attachment of individuals and their families (nuclear and extended),
and strong feelings of loyalty, reciprocity and solidarity among members of the same
family” (p.398). Familism is largely a culturally driven concept, and related research has
typically focused on Hispanic families (Mindel, 1980; Sobogal et al., 1987), and to an
extent, also on Italian (Berkowitz, 1984), South Asian (Parveen & Morrison, 2009) and
East Asian families (Chappell, 2003; Youn, Knight, Jeong, & Benton, 1999). Research
has shown that familism is higher in these cultures than among Anglo-Saxons and other
European cultures (Youn et al., 1999). With respect to the effect of immigration on
familism, acculturation was found to reduce familism (Sobogal et al., 1987), but
immigrants from cultures that prioritize familial relationships tend to remain more family
oriented than those that are not (Youn et al., 1999). Although some have suggested that
burden and distress might be lower in cultures that emphasize familism over
individualism, typically due to kinships and larger social supports, Youn and colleagues
(1999) have shown that immigrants whose cultural backgrounds support familism
nevertheless reported higher levels of burden in terms of depression and anxiety. As
well, familism also was found to deter LTC usage in Mexican American families
(Herrera, Lee, Palos, & Torres-Vigil, 2008). Although familism was suggested to deter
service use, Herrera and colleagues (2008) suggested that caregivers who were
empowered with informal resources and broader health care services knowledge or were
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subsidized for LTC costs were more inclined to use LTC services.
Furthermore, Cloutterbuck and Mahoney (2003) discussed the strong emphasis on
respecting older family members by African Americans. Focus group research with
caregivers for family members with dementia has shown that the respect shown to older
family members is done through the ‘normalization’ of dementia symptoms by delaying
evaluation for dementia. A subtle yet profound form of caregiver stress and burden is
then placed on the caregiver, because they encounter an opposing force of lack of respect
from health care providers when evaluation for dementia is sought after some delay.
Even though this was suggested by Cloutterbuck and Mahoney (2003) to be a unique
dilemma in African Americans, the need to prioritize respect bears similar qualities to the
need to dutifully care for ones’ aging parent[s] or spouse. In minority groups in North
America whose cultures emphasize familism and in African-American families, LTC
placement has been noted to bear significant levels of stigma, because it is regarded as a
failure of the family members to be dutiful and respectful (Mui, Choi, & Monk, 1998).
It is likely that a tension, similar to that observed in African American families, is created
in all caregivers who are under ethno-cultural influences on care giving yet are
confronted with a health decision that conflicts with these ethno-cultural norms.

Research Questions
For many older adults, informal caregivers are the ones who are in charge of, or
facilitate, their health seeking behaviours. However, despite their roles as gate keepers to
services, informal caregivers usually do not possess geriatric medical or health care
training and may misattribute aging as the source of novel illness symptoms in the older

21

adults for whom they provide care. Currently there is no literature that attempts to
understand if, and how, the causal nature of caregivers’ thoughts with respect to aging
and age related illnesses might impact their decisions about when to encourage loved
ones to enter long-term care (or in the case of loved ones who are incapable of making
sound decisions, when to make the decision to institutionalize). As well, there also is a
literature gap regarding if and how the perceived feelings of familial obligation play a
role in influencing the decision of caregivers to institutionalize their loved ones.

Therefore, this study will address the following questions:
• Is there a relationship between informal caregivers’ pessimism about aging, as
measured by aging attribution, and decisions they make about the advisability of placing
loved ones in LTC?
• Is there a relationship between the perceived sense of familial duty to care and
decisions informal caregivers make about the advisability of placing loved ones in LTC?
• What explanations do informal caregivers themselves provide for the decisions they
make about the advisability of placing loved ones in LTC?

Relevance of Research
This research will help generate theories about the psychosocial factors that affect
the caregivers’ decision making process, especially with respect to the difficult decision
concerning the placement of loved ones in LTC. As such, the findings of this study will
help gerontological researchers and geriatric practitioners understand better the factors
that may or may not influence caregivers to recommend LTC placement for those for
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whom they provide care; this may ultimately allow health care professionals to better
support caregivers in their decision making when caring for loved ones.

Methods
Study Design and Overview
This study explored the psychological drivers of informal caregivers to
recommend LTC placement for their older care recipients. The aims of this study were
achieved through data gathered from informal caregivers on their attributional styles
(degree of aging attribution), familism, and their reasons for LTC placement
recommendations. A mixed methods approach to collect and to analyze data was
employed. A mixed methods design was fitting to study the process by which caregivers
make sensitive decisions, because it allowed for a systematic but flexible way to gather
and to analyze data (Giddings & Grant, 2006). A mixed methods approach follows a
pragmatic worldview as the data collected through the use of validated quantitative
instruments allowed correlations to be computed and analyzed, while the gathering of
qualitative data allowed the researcher to uncover patterns in thinking and allowed
participants to take a greater part in shaping the findings. Although researchers are
traditionally anchored in a theoretical framework that ranges from post-positivism to
constructivism, choosing only one framework is not necessary in mixed methods research
in order to answer the research questions in the most practical and effective manner
(Tashakkori & Teddlie, 2003). The inclusion of qualitative data also made room for the
inclusion of psychosocial dynamics of family relationships and care giving that could not
be captured by a questionnaire (for example, the reasons for which participants provide
care for spouses). A grounded theory approach was used for both the collection and the
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analysis of qualitative data as it is the best research methodology to generate new theories
about spousal recommendations regarding LTC. After the collection and the initial
analysis of quantitative and qualitative results have occurred in parallel, the analyses are
brought together and mixed to ensure that the final interpretation of data is
comprehensive (Figure 1). As such, this research is said to follow the convergence
model of a mixed methods triangulation design (Creswell & Plano Clark, 2007, pp. 63
65).
Ethical approval was obtained from the University of Western Ontario’s Non
medical Research Ethics Board in May, 2010 (Appendix A). Spousal caregivers
providing care for community-dwelling adults over the age of 65, who at the time of the
study were not on a long-term care waitlist, were recruited for participation in this study
from the London and Greater Toronto Area (GTA) in the Province of Ontario.
Participants completed both the Aging Perceptions Questionnaire (Barker, O'Hanlon,
McGee, Hickey, & Conroy, 2007) and the Revised Familism Scale (Losada et al., 2008).
They then evaluated the level of care required by five different profiles of community
dwelling older adults with a live-in caregiver, before deciding whether they would care
for these individuals in the home or advise placement in a LTC facility. These profiles
represented older adults who were most commonly found on Ontario's LTC waitlist, as
derived from Williams' Balance of Care projects (2009). Lastly, semi-structured
interviews were conducted to gather information such as the age and health needs of care
recipients, caregiver gender and self-perceived health, in addition to participants’
perceptions about informal care giving. Statistical analysis was performed to determine
the existence of a correlation between the frequencies of LTC recommendations and
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scores on the Aging Perceptions Questionnaire and Familism. A thematic analysis
approach was used to evaluate qualitative data to determine how participants reasoned
whether LTC would be appropriate for individuals with varying needs profiles, and how
personal experiences and views about informal care giving may have influenced these
decisions.
The overall study design is captured in Figure 1.

Figure 1. Study d esign indicating the exp lan atory p u rp ose o f the sem i-stru ctu red in terv iew s w ith
regards to the quantitative resu lts. A dapted from D riscoll, A ppiah-Y eboah, Salib, & Rupert (2 0 0 7 ).
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Sampling Methods and Participant Recruitment
Inclusion criteria.
Spousal (unpaid) caregivers of adults older than the age of 65 years who were not
institutionalized or awaiting LTC placement were sought out using purposive and
snowball sampling. The age of 65 was selected because this was the minimum age in
Ontario to be considered an older adult. Limiting the eligibility to spouses also helped to
ensure that the caregiver lives with their care recipient, because this was one of the
criteria considered in the Balance of Care vignettes that were used (Williams & Peckham,
2009). Participants (spousal caregivers) all were able to speak and comprehend spoken
English, were over the age of 55 years, and were able to give informed consent. To
ensure a diverse sample of participants, participant eligibility did not depend on the
health status of the care recipients] under the participant’s care. Individuals with
functional motor limitations that inhibited their movement, illiteracy or low vision were
also included, provided that they were able to communicate with the researcher in
English and to provide informed consent. Since familism is a construct that is
experienced by individuals from most cultural backgrounds to varying degrees, English
speaking caregivers of any ethno-cultural background, who were interested in
participating in this study, were included.

Exclusion criteria.
Although informal caregivers could be the offspring or spouse of the care
recipient, the experience and decisions of each type of caregivers were typically found to
be very different (Neufeld & Harrison, 2009). Caregivers who were the offspring of care
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recipients, or held any other relation to their care recipient other than being their spouse
or significant other, were excluded from this study. Participants who cared for older
adults residing in LTC institutions, or waiting for LTC placement, were also excluded,
because they often possessed very different outlooks than those whose care recipients are
community dwelling and not actively seeking LTC placement.

Purposive/snowball sampling.
Gatekeepers from London and GTA-based older adult centers, disease support
groups (e.g., Alzheimer’s Disease Support Group), shopping centers, aid agencies,
immigrant service agencies, libraries, as well as private and public housing providers for
older adults (excluding LTC institutions) were approached to identify eligible
participants. London was selected as a recruitment center because it is home to a high
number of older residents and their caregivers, whereas the GTA was selected due to the
high diversity in cultures among residents.
Sampling a diverse population improves this study’s external validity with respect
to Canada’s increasingly diverse demographic makeup. Although ethno-cultural
backgrounds will not affect sampling, purposive sampling was done to intentionally
include those who are of East-Asian, Italian, or Hispanic descent because of these
cultures’ strong emphasis on familial duty. An attempt was made to minimize selection
bias by recruiting caregivers for individuals with a wide range of age-related conditions
from a spectrum of regional disease-focused associations (e.g., Parkinson’s Association,
Alzheimer’s Society). Purposive sampling of caregivers from particular ethno-cultural
populations was done through cultural centers and immigrant service providers. Flyers
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(Appendix B) containing information regarding this study, in English, were posted in a
publicly accessible location at these sites, as well as given to gatekeepers (e.g., facility
managers or owners, counselors, service providers) to be distributed to anyone who
fulfilled the inclusion criteria. Participants recruited were also provided with a copy of
the flyer of the study (with contact information) and asked to tell others about the study in
order to increase the response rate through snowball sampling.
Determining the appropriate number of participants needed to achieve high power
in mixed methods research was complicated by the different sample size and sampling
strategies typically employed in each of qualitative and quantitative research (Creswell &
Plano Clark, 2007). Although a sample size calculation is generally not conducted in
qualitative research, the sample sizes of qualitative studies of caregivers of older adults
have ranged from 7 (Cloutterbuck & Mahoney, 2003) to 45 (Piercy, 2007). A sample
size calculation performed suggested that at least 31 participants were needed for a two
predictor study to achieve a power of 0.8 and a large anticipated effect size ( r = 0.35,
a=0.05; Soper, 2010). All eligible participants recruited before the conclusion of data
collection in mid-June, 2010 were included in the study for a final sample of 40
participants.

Data Collection Logistics
Interviews were conducted by the researcher in the participant’s home, or a public
common area nearby in which the participant felt comfortable. The area was private
enough so that responses could not be overheard nor observed by individuals not related
to this study. Participants were asked to schedule this meeting during a convenient time
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when the care recipient was absent. The meetings took between 50 minutes and 5 hours,
depending on the length of participants’ responses. All meetings were audio-recorded
using a digital audio recorder once informed consent was obtained (Appendices C and D,
Letter of information and consent form).

Aging perceptions questionnaire.
The Aging Perceptions Questionnaire (Barker et al., 2007; Appendix E) was
administered to determine attribution styles regarding age-related conditions. The
questionnaire is a validated assessment comprising of two subscales that measured ‘views
about getting older' (32 items) and ‘experience o f health-related changes' (17 items).
Together, the subscales adequately capture all of the constructs influencing how
individuals engage in health and illness behaviours (i.e., the common-sense model o f self
regulation; Leventhal et al., 2003). For the purpose of this study, the Experience of
Health-Related Changes subscale measured whether participants considered aging to be
the cause of recent health related changes. Although it is not the primary focus of this
study, other constructs of the common-sense model o f self regulation, such as time-line,
consequences, and curability/controllability were also measured through the Views
About Getting Older subscale. Psychometric properties for the Aging Perceptions
Questionnaire have been assessed on a population of community-dwelling older (+65
years in age) Irish adults (Barker et al., 2007). Good internal reliabilities were shown by
each of the eight subscales (i.e., Cronbach a coefficients above 0.7 for all subscales
except where a .64 was obtained for the construct consequences positive). Wilcoxon
signed ranks test analysis on the items of the Experiences of Health Related Changes
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subscale supported the validity of the item range as all items have been experienced and
attributed to aging by some participants.

Familism scale.
Participants also completed the Revised Familism Scale (Losada et al., 2008;
Appendix F), a validated 9-item scale that measured the degree to which informal
caregivers expressed familism. This scale was appropriate because Losada and
colleagues recognized the relevance of familism to caregiving distress. It is composed of
three factors: ‘familial obligations’’ (i.e., the perceived obligation of respondents to
provide support to members of the family), ‘perceived support from the family ’ (i.e., the
perception of other relatives as providers of help and support), and ‘family as referents ’
(i.e., the behaviours and attitudes that different members of a family should follow in
order to conform with other relative values or rules). The psychometric properties were
assessed in a sample of Hispanic dementia caregivers (Losada et al., 2008). Adequate
internal consistency was found amongst the three constructs measured by the scale
(Cronbach a = 0.59 for ‘familial obligation ’, 0.75 for both ‘support from the fam ily’ and
1family as referents ’). Content validity was assessed through confirmatory factor analysis
which yielded nine items with acceptable factor loadings above the cutoff of 0.40.

Vignettes.
All participants evaluated five vignettes representing the types of older adults who
have a live-in caregiver and are most commonly found on South-Western Ontario's LTC
waitlist (Williams, 2009; Appendix G). The vignettes were originally developed by
Challis and colleague to assist case managers in the United Kingdom with home care
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service allocation, and have recently been used by Williams and colleagues (2009) to
describe older populations in Ontario. Each vignette describes the type of care needs that
were presented by older adults currently waiting for LTC placement. As shown in Table
2, these needs were reduced into three domains: cognitive status, ADL and IADL needs.
Individuals were described by the vignettes as having different levels of difficulties in
tasks that belonged to each domain. For example, individuals described by the vignettes
can have difficulties when making sound decisions, a task that represents the cognitive
domain. The difficulties that they possessed can range in level from having no problems
(cognitively intact), sometimes having problems (not cognitively intact), and always
having problems (not cognitively intact). Originally 36 different permutations of needs
levels were created by Williams and colleagues (2009). This study used the five most
populated vignettes describing older adults waiting for LTC placement in the South West
Local Health Integration Network (LHIN). The original vignette descriptions by
Williams and colleagues (2009) were created for a target audience of practitioners and
case managers. These descriptions were revised for use by the researcher in this study by
removing professional jargon, and attempts were made to personify the vignettes so as to
make it more relatable to the participants. However, despite these efforts, the
descriptions regarding the needs levels remain the same. Participants were asked to
assess whether they would recommend LTC placement for the individual portrayed by
each vignette and to provide their reasoning in a narrative fashion. The health status of
the spouses for whom the participants provided care also was determined by having the
participant select which of the care needs vignettes most resembled the individual in their
care.
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Table 2. Breakdown o f vignette descriptions and the corresponding proportion o f individuals on the LTC
waitlist in the South W est LHIN.

Vignettes

Mr. Cooper

Mr. Kringle

Mrs. Quinn

Mr. Wong

Mrs. C.

2.6% (n=76)

2.2% (64) o f

3.2% (92) o f

4.8% (139) o f

Cameron

o f SW LHIN

SW LHIN

SW LHIN

SW LHIN

9.2% (264) o f SW

Waitlist

Waitlist

Waitlist

Waitlist

SW LHIN
Waitlist

ADL Needs

N one

Some

Great

N one

Some

IADL Needs

Some

Great

Great

Great

Great

Cognitive

Intact

Intact

Intact

N ot Intact

N ot Intact

Status

In order to be sensitive to the barrier created by the researcher as an outsider to
the individual family dynamics experienced by the participants, development of rapport
with the participants was crucial. The development of rapport serves to encourage
participants to divulge more about themselves and be more candid about their
experiences and feelings (Charmaz, 2006). To build rapport, each participant was
provided with a short personal background about the researcher prior to the demographic
interview that addressed why she was interested in informal caregivers (Appendix H, I).
To ensure the reliability of the vignettes ratings, 25% of participants (i.e., the first
10 individuals interviewed) were asked to meet again one week later to repeat their
ratings of the vignettes. Although test-retest reliability is commonly assessed over longer
intervals to avoid practice effects, this study indirectly dealt with an older population, for
whom changes in health trajectory occurs frequently. A one-week period was selected to
minimize the chance of changes occurring in the participants’ caregiving duties between
repeated trials.
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Compensation.
For each data collection session that they participated in (data collection was
repeated twice for those selected for the reliability checks), the participants were
reimbursed with an entry into a random draw for a grocery coupon with a monetary value
of $50. This was done to be respectful of and acknowledge the participants’ willingness
to volunteer time for this research.

Interview transcription.
Consistent with qualitative methodology, field notes were composed immediately
after all meetings to document topics that the participant found interesting or problematic,
any observations or nuances or body language noted during the interview, and the
participants’ use of language (Charmaz, 2006). Interviews were transcribed verbatim by
the researcher.

Data Analysis Procedures
The data collected were analyzed both quantitatively and qualitatively.
Quantitative analysis was done using SPSS, version 14.0. Descriptive statistics were
computed using the demographic data from the interviews. The Aging Perceptions
Questionnaire (Barker et al., 2007) consisted of eight subscales: seven of which examined
views about aging and one examined the attribution of health-related changes to aging.
The constructs measured by the seven subscales on Views About Getting Older were:
“timeline chronic” (items 1-5 of Appendix D), “timeline cyclical” (items 27, 28, 30, 31,
32), “consequences positive” (items 6-8), “consequences negative” (items 16-20),
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“control positive” (items 10, 11, 12, 14, 15), “control negative” (items 21-24), and
“emotional representations” (items 9, 13, 25, 26, 29).

Each subscale was rated on a 5-

point scale (ranging from strongly disagree to strongly agree), and was positively scored
from 1 to 5 except “control negative”, which was reverse coded. Higher scores on a
particular subscale indicated greater endorsement of that specific perception. On the
Experiences of Health-Related Conditions subscale, participants first were asked to
indicate their own experience with 17 possible health changes over the past decade. With
each affirmative answer, participants were asked if they attributed the changes to aging.
The degree of aging attribution experienced was calculated as the proportion of the
number of changes attributed to aging relative to the number of health related changes
experienced (Equation 1). Where a score of 0 represented an individual who did not
attribute any of their own health conditions to the process of aging and 1 represented an
individual who attributed all of their health concerns to aging, a higher score indicated
that aging attribution was exhibited by a participant to a greater degree.

n um ber o f c h a n g e s attributed to a g in g

[E quation 1]

n um ber o f h ealth -related c h a n g es ex p erien ced

The Revised Losada Familism Scale (Losada et al., 2008; Appendix E) was
scored on a 5-point scale (ranging from strongly disagree to strongly agree). It measured
three factors: “familial obligation” (items 1-6), “perceived support from the family”
(items 7-9), and “family as referents” (items 10-14). Similar to the Aging Perception
Questionnaire, higher scores on a particular subscale signified higher endorsement of a
particular perception.
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The vignettes were used to generate an overall “placement score” for each
participant, ranging from 0 to 5, based on their decisions to place or to not place
individuals described by each of the five vignettes. In addition to the descriptive
analysis, a two-tailed correlation analysis was used to determine if there existed a
relationship between aging attribution and the likelihood of participants to recommend
LTC placement; a similar analysis was conducted using the familism score. The
conventional Pearson correlation detects linear relationships and can only be used with
normally distributed data on an interval or ratio scale of measurement (Gravetter &
Wallnau, 2007, pp.525-527). As such, correlation analysis in this study was done using
the Spearman Correlation, which measured the consistency of the relationship between
non-normally distributed scores rather than the form. Furthermore, the use of rank orders
rather than original raw scores allowed the Spearman to capture relationships between
ordinal data. The aging attribution score also was used to classify participants into the
categories of ‘frequent aging attributors ’ and ‘infrequent aging attributors’. These
categories are derived based on whether the participants’ scores placed them in the top or
bottom 50th percentile among all participants. A similar procedure was done to separate
the familism scores into “individuals with high familistic values” and “individuals with
low familistic values”.
A 2 x 2 chi square analysis was performed separately for each vignette to
determine if there were associations between placement decisions (yes/no to LTC) and
age attribution (frequent aging attributors/infrequent aging attributors), as well as
placement decisions and familism (high familistic values/low familistic values). For both
the correlation and chi square analyses, a = 0.05 was used as the cut off for tests of
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significance.
Interviews were initially transcribed into NVivo, version 7. Thematic analysis of
participants’ responses to questions related to placement decisions were conducted to
determine the key personal reasons underlying these intricate decisions, and to generate
theories about the thought process with which informal caregivers make decisions for
their loved ones. In addition, thematic analysis were also conducted on the data obtained
through the Demographic Interviews to capture how informal caregivers’ perceptions and
personal experiences about care giving and long-term care influenced the decisions that
they make for loved ones.

Initial coding.
In qualitative research, the question of “What is happening, both implicitly and
explicitly, within the data?” drives initial coding (Charmaz, 2002). At this stage, analytic
decisions about the data were created by defining (as opposed to discovering) what was
occurring in the interview data. This was completed through line-by-line coding. As
such, codes detailing explanations were applied to each line of the interview transcription
in order to link interview statements to key processes that affect participants. A constant
comparative method was used to determine that the coding categories were saturated.

Focused and theoretical coding
Focused coding was used in this study to sift through to synthesize, and to explain
large quantities of data generated across interviews, and to generate themes from
recurring initial coding (Charmaz, 2006). Focused coding is typically relatively more
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fitted the profiles of Quinn and C. Cameron. One participant cared for someone who had
extremely high needs (more care required than what was described in the vignette for C.
Cameron) while no one cared for an individual who resembled Kringle.
The education level of participants ranged from the completion of middle school
(2.5%; n=l) to the competition of a Doctorate degree (2.5%; n=l). On average,
participants felt that they were over 10 years younger than their actual chronological age.
In total, most participants felt that they were younger than their actual chronological age
(77.5%; n=31) and only two individuals felt that they were older than their actual age
(5.0%; n=2). These two participants cared for individuals who either had needs akin to
those described for Wong or needs that were higher than what was described for C.
Cameron. Most participants perceived themselves to have relatively good health in
general (median score of 4 on a 5-point Lickert scale) and when compared to their peers
(median score of 4). Participants were also relatively satisfied with their financial
situation and with their social networks (both with median scores of 4).
When asked to report the estimated length of time spent on caregiving for their
loved ones (“How long have you been a caregiver ?”), participants experienced varying
degrees of difficulty providing an answer. They also experienced similar difficulty
estimating the amount of time spent per week caregiving for a spouse (“How many hours
do you spend providing care each week? ”). Most people viewed caregiving for one’s
spouse as an ongoing process that they have been engaging in throughout marriage.
Estimating the length of the caregiving period was found to be especially difficult to
answer for those whose spouse had lower needs than described by the Copper vignette.
Regardless of the needs level of the care recipient, caregivers expressed difficulty
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quantifying the hours spent providing care. As one participant (F3) said: “It was really
little gradual things, you know, you don 7 really notice it as...you know, you help your
loved ones but you don’t really notice it as caregiving. ”

Table 3. Descriptive statistics.
Dichotomous Variables (n=40)

Frequencies

Gender

Men: 32.5% (n= 13)
Women: 67.5% (n=27)

Identification with familistic
values

Yes: 42.5% (n=17)
No: 57.5% (n=23)

Continuous Variables (n=40)

Mean Scores
(Standard Deviation)

Range

Age (years)

71.15±8.0

59-96

Age of Spouse (years)

73.5±6.7

65-92

Perceived Age (years)

60.0±12.3

20-90

Perceived Age Difference (years)

-11.03±10.5

-47-+7

Ordinal Variables (n=40)

Median Scores

Range

Education

5 (Completion of
College/Vocational
school)

1 (Completion of middle school)
- 8 (Completion of a Doctorate
program)

Health

4 (Good)

2 (Poor) - 5 (Very Good)

Relative Health

4 (Good)

1 (Very Poor) - 5 (Very Good)

Financial Satisfaction

4 (Satisfied)

1 (Very Poor) - 5 (Very Good)

Social Satisfaction

4 (Satisfied)

2 (Dissatisfied) - 5 (Very
Satisfied)

Spouse Vignette

0 (Better than Copper)

0 (Better than Copper) - 6
(Worse than C. Cameron)
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Aging Perceptions Questionnaire
Experience of health-related changes.
The scores on the “Experience of Health-Related Changes” subscale ranged from
0 to 1 and had a median (interquartile range) of .67 (.52). This indicates that most
individuals attributed at least some of their recent health conditions to the aging process.
Figure 2 shows the spread of the scores as reported by the participants. Attempts to
normalize the spread of the scores through square root and log transformations both
failed to produce a normally distributed score set.

Distribution of the "Experiences of Health-Related
Changes" Subscale Scores (n=40)
10

0

0.1

0.2

0.3

0.4

0.5

0.6

0.7

0.8

0.9

1

Range of Scores

F igu re 2. D istrib u tion o f th e scores on the ‘E x p er ie n c es o f H ea lth -R ela ted C h a n g es’ su b sca le.
T h e x a x is in d ica tes th e range o f sco re s ob tain ed b y participants, w h ich corresp ond s to the d eg ree
o f a g in g attribution ex p ressed by a participant. 1 in d icated that an in d ivid u al attributes all o f h is
or her health ch a n g e s to a g in g and 0 in d ica tes that n o n e o f the health ch a n g es in the past d ecad e
are co n sid er ed b y participants to b e d ue to a g in g .
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Spearman correlations were performed to detect the nature of relationships among
aging attribution scores and demographic data (Table a, Appendix J). Aging attribution
scores did not have a significant relationship with any of the demographic variables. One
exception was an almost significant negative relationship between aging attribution
scores and the relative levels of needs of caregivers’ spouses (rs= -.321,/?=.060). This
suggests that participants who were caring for a spouse with higher needs attributed their
own health conditions to aging less frequently.

Views about getting older.
As shown in Figure 3, of the seven constructs measured by the “Views About
Getting Older” subscale, participants obtained the highest median score (IQR) on items
representing “positive control" (4.00 [0.15]). Participants also obtained median scores
above 2 on all of the remaining constructs measured by the subscales: 2.30 (1.0) on
emotional representations, 3.30 (1.2) on negative consequences, 3.13 (1.25) on negative
control, 3.67 (0.67) on positive consequences, 2.60 (0.80) on timeline chronic and 3.00
(0.80) on timeline cyclic.
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Median Scores on the "Views About Getting Older"
Subscale

Timeline
Timeline Cyclic
Positive
Positive Control
Negative
Negative Control Emotional
Acute/Chranic
Consequences
Consequences
Representations

Views about getting older constructs

Figure 3. Median scores on the ‘Views About Getting Older’ subscale, where 1 indicates strong
disagreement and 5 strong agreement.

Shown in Table c of Appendix J, correlation analysis on the constructs measured
by the “Views About Getting Older” subscale indicated that there were positive
relationships between the relative level of needs of spouses under the care of the
participants and the belief that aging is marked by positive consequences (rs=.389,
/?=.013), as well as between the spouses’ relative needs level and the level of control over
the negative consequences of aging (rs=.480,/?=.002 respectively). When combined, this
suggested that spousal care recipients with higher needs were cared for by caregivers
with both high optimism about the aging process and high sense of control over any
negative aspects of aging (e.g., slowing down). In addition, the levels of care needed by
the participants’ spouses was inversely related to how much frustration was voiced by
participants regarding his or her own aging (marked by emotional representations, rs=.385,/?=.014). Such a finding indicated that those caregivers who looked after higher
needs individuals expressed less negative feelings toward their own aging. Statistically
significant negative relationships also were detected between one’s self-perceived age
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and the belief that one could control the aging process’ negative consequences (rs=-.573,
p=.000); this suggested that the younger the individuals felt they were relative to their
own chronological age, the more self control they felt they have over the negative
consequences of aging. Also, those who believed aging to be marked by positive
consequences were more likely to believe themselves to be younger than their actual
chronological age (rs= -.346,/)=.029).
Significant relationships were not detected between scores on the Experiences of
Health-Related Changes subscale and constructs on the Views About Getting Older
subscale; although a notable but insignificant relationship was found between high aging
attribution scores and feelings of negative consequences associated with aging (rs=
0.305, p=.056).

Revised Familism Scale
The distribution of the “Revised Familism Scale” scores is shown in Figure 4.
The scores of the participants ranged from 18 to 37 out of a total score of 45; the scores
obtained corresponded to the relative sense of familism expressed by participants. The
median score of 28.5 (IQR = 8.75) indicated that the participants sampled embodied a
relatively high sense of familism.
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Distribution of Number of Total Long-Term Care
Recommendations Made (n=40)

18

0
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Figure 5. Distribution of the total number of long-term care recommendations made by
participants.
Number of Long-Term Care Recommendations Made
for Each Vignette (n=40)

Copper

Kringle

Quinn

Wong

C.Canieron

Vignettes

Figure 6. Number of recommendations for long-term care placement made for each vignette.
Individuals fitting the profile of Quinn required the highest level of assistance in terms of their
instrumental activities of daily living and their activities of daily living, and received the most
number of recommendations for placement. Individuals who resembled C. Cameron and Wong
received the second most number of recommendations for placement and were those with varying
degrees of needs in both the cognitive and physical domains. Copper and Kringle were
individuals who did not have any cognitive declines and required relatively low to moderate
levels of physical assistance.
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Table 4.

Participant profiles stratified by those who did not make a single recommendation for

long-term care (LTC) and those who made at least one recommendation.
No LTC
recommendation
(n=17)

At least one LTC
recommendation (n=23)

Study Sample
Characteristics (n=40)

Spousal Profile

Better than Copper:
58.8% (n=10)
Copper: 17.6% (n=3)
Wong: 23.5% (n=4)

Better than Copper: 60.8%
(n=14)
Copper: 8.7% (n=2)
Quinn: 4.3% (n = l)
Wong: 17.4% (n=4)
C. Cameron: 4.3% (n = l)
W orse than C. Cameron:
4.3% (n = l)

Better than Copper 46.2%
(n=24)
Copper: 9.6% (n=5)
Kringle:
0% (n=0)
Quinn:
2.5% (n = l)
Wong: 13.5% (n=8)
C. Cameron: 2.5% (n = l)
Worse than C. Cameron
2.5% (n = l)

Average Age

70.3±7.5

71.8±8.5

71.2±8.0

Gender

M: 29.4% (n=5)
F: 70.6% (n= 12)

M: 34.8% (n=8)
F: 65.2% (n = l5)

M: 32.5% ( n = 13)
F: 67.5% (n=27)

Identification
with familistic
values

Yes: 82.3% (n=14)

Yes: 39.1% (n=9)

No: 17.6% (n=3)

No:60.9% (n=14)

Yes: 42.5% (n=17)
No: 57.5% (n=23)

Average Age of
Spouse

72.6 ± 5 . 3

74.0 ± 8 . 3

73.9±6.7

Median Health
(IQR)

4(1)

3(1)

4(1)

Median
Relative Health
(IQR)

4(1)

4(1)

4(1)

-14.1 ± 11.5

-8.8 ± 9 . 4

- 1 1.0±10.5

Median
Financial
Satisfaction
(IQR)

4(1)

4(1)

4(1)

Median Social
Satisfaction

4(0)

4(1)

4 (0.75)

Median
Education
(Range)

Some university
(com pletion o f middle
school to completion o f
graduate degree)

College/vocational school
(com petition o f middle
school to completion o f
university)

College or Vocational
School (com pletion o f
middle school to completion
o f a graduate degree)

Average
Perceived Age
Difference
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No LTC
recommendation
(n=17)

At least one LTC
recommendation (n=23)

Study Sample
Characteristics (n=40)

Median
Aging
Attribution
Score (IQR)

-8 (3 1 )

.5 (.5)

.67 (.52)

Median
Familism Score
(IQR)

28 (4.0)

29 (8.0)

28.5(8.8)
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Chi square analyses.
Chi square analyses were only possible for the Quinn, Wong and C. Cameron
vignettes, because sufficient numbers of individuals recommended LTC for these
profiles, but not for Copper and Kringle. As well, chi square analyses for each of the five
vignettes were not possible for familism scores due to insufficient cell counts.
To determine whether there was an association between aging attribution and
LTC placement decisions made for each vignette (yes/no to LTC), scores on the
Experience of the Health-Related Changes subscale were divided into the top and bottom
50th percentiles to represent those who are frequent versus infrequent age attributors.
Non-significant associations were found between aging attribution scores and the number
of recommendations made for both Wong and C. Cameron. The 2x2 chi-square table for
Quinn is located in Table 5. This vignette represented individuals with the relatively
highest level of physical needs in the absence of cognitive challenges. A significant
association was obtained between aging attribution scores and recommendations made
for Quinn regarding LTC, x2(1, N=40) = 6.16,/?=.013 (Table 6). However, and contrary
to expectations, this indicated that participants who were infrequent aging attributors
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were more likely to recommend placing Quinn in a LTC facility, whereas participants
who were frequent aging attributors were more likely to suggest keeping Quinn at home.
Table 5. 2x2 chi square table for the LTC placement of Quinn. A greater proportion of
individuals with lower aging attribution scores recommended the institutionalization of Quinn.
Most of those with higher aging attribution scores did not recommend Quinn should be placed in
a LTC facility. Expected counts were generated by SPSS based on expectations due to chance.

Frequent
Aging
Attributor?

No
Yes

Placement of Q uinn ?
No
Yes
3
13
9.2
6.8
14
10
10.2
13.8

Count
Expected Count
Count
Expected Count

Table 6. The results of the chi square analysis for the Quinn vignette.
Value
Pearson Chi-Square
Continuity Correctionb
N of Valid Cases

6.155a
4.642
40

df
1
1

Asymp. Sig. (2-sided)
.013
.031

a. 0 cells (.0%) have an expected count less than 5. The minimum expected count is 6.80.
b. Computed only for a 2x2 table

As mentioned, more men were found to be among those who recommended LTC
for at least one vignette than among those who chose to care for every vignette character
in the home. The effect of gender on the recommendation for LTC placement also was
examined using chi square analysis. However, there was no significant association
(p>.05).
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Qualitative Explanations for Vignette Placement Recommendations
In addition to addressing whether or not individuals fitting a particular vignette
description should be placed in a LTC facility, participants were asked to discuss their
decisions regarding institutionalization. The following are a compilation of the
explanations for the decision that they made for each vignette. Example quotations will
be included and labeled using designations that reveal the gender of the individual and
their arbitrary identifier number. The vignettes are listed in the order of least to most
amount of care needed.

Copper.
Copper represented individuals who required minor assistance with their
instrumental activities of daily living, such as bathing, making meals, housekeeping,
travelling outside of the home, and remembering and keeping track of medication. For
Copper, most participants agreed that individuals like this could be maintained in the
home. The reasoning process behind the decision to provide care in the home and
community mostly surrounded the self assessment of one’s own ability to provide care
(being an “able bodied spouse” [FI4]).
Examples
“I think that Mr. Copper could stay in the home. He's very ambulatory and can make his own decisions.
He has trouble with bathing but anybody could whether it's a senior’s moment or what. Travelling, well I
couldjust take him with me. ” —F25
“No I would not say he should go because he is still able to go to the bathroom, dress himself, use the
phone. Medication is simple, the spouse can do that for him with a dosette. He can get a travel
companion. I know that when one is flying and is o f sound memory, a stewardess will have someone come
and sit with him until the spouse or someone can come get him. Also, the spouse or someone else can make
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“It is better to receive care at home when you can. ” -M10

The expectations that spouses would provide mutual care when necessary also
influenced some participants’ decisions.
Example
"Because I can solve his problems for him. As husband and wife, we would help each other. " —M9

A small number of participants expressed negative stigma about LTC as they
articulated their reasoning for keeping Copper in the home.
Examples
“No, we can care for each other at home so we should. Long-term care placement feels like it's almost like
failing to thrive. It's all older people in there so there's no variety in the type o f people around regardless
o f how well someone actually is. ” - F6
“/ would not. Because I think most o f the things I can manage. I can assist him bathing, taking
medications and travelling outside is not a big deal. 1 can easily assist him. And putting him in a long
term home, will stop all this, the things I think he is doing, all o f his activities, he will stop all that. And he
will become worse, so 1 think that giving him care at home is better. ” -F8

Reasons provided by those who opted to institutionalize individuals with
relatively low care needs, as described by Copper, included the perception that a LTC
facility would be able to provide a more adequate level of care than what the participant
could offer in the home.

Examples
“I f the circumstances permit, I think it would be more appropriate for Mr. Copper to live in a long-term
care facility. This will be better for Mr. Copper's health and quality o f life. " - M12
“Plus now, long-term care doesn't make you feel lonely, compared to being at home where illnesses can
be isolating. ” - F4
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Difficulties with taking medication were noted to be a key problem that triggered
the decision to recommend LTC placement.
Examples
“He can be in an assisted living facility because o f his difficulties meeting his own medication needs. It is
very important to be able to take medication. ” —M2
“I think that Mr. Copper should go into long-term care because he needs help with bathing, taking
medication, meal making, doing housework and leaving the house. ” —FI 1

As well, participants also reflected on both their own long-term health trajectory
in addition to that of the participants, and indicated that such concerns signaled to them
that LTC was needed for Copper.
Example
“Because long-term care can provide different types o f care for individuals. Usually, since we're the same
age when illness occurs, it is likely that my own health will have declined as well when my partner's health
does. I think we would then need societal help. ” - F4
L: “Would you say’... have you finished reading about Mr. Copper?”
F13: “Yes. “
L: “Ifyou were to care for him and he doesn ’t have Lifeline, would you recommend long-term care for
him?”
F13: “/ think he should sign for it anyway, because o f the length o f time it takes to get in. ”
L: “Why?”
F13: “Because he's going to gradually getting worse and uh- if he needs care with his medications,
especially. Unless he get the druggist do it for him. But even if the druggist puts it together, it doesn ’1
mean that h e ’s going to take them when he should. "

Kringle.
The Kringle profile described individuals with higher physical needs than what
was described for Copper. Unlike Copper, Kringle needs assistance with grooming and
dressing, visiting the washroom, mobility in the home and with using the telephone.
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Kringle also required more assistance with remembering and taking medication than
Copper. Regardless of the increased care needs, the majority of participants still chose to
care for these individuals in the home and community. More individuals cited the critical
need for additional supportive services in order to maintain Kringle in the home.
Examples
“I f money permits and I could hire someone, then I would keep him in the home. Otherwise he has too
many needs and 1 can't do it myself to care for him. ” -F4
“I think Mr. Kringle can stay at home too. He's not forgetful and he makes good decisions. Someone can
come and help with his bathing, bathroom usage, medication and meals. " - F24

Individuals who chose to care for Kringle at home noted their own personal good
health and wellbeing as the key reasons for not recommending LTC placement.
Examples
“No, all o f his needs can be taken care of. I think a little activity is possible for him which means that he's
good. I can take him to the washroom and help him with bathing. We can go by the doctor's orders and I
can do it at home. " —F2
“He needs help with grooming and getting dressed but I think 1 can still help him with that. " - F23
“I don't think that he should go into long-term care because Mr. Kringle's problems are all things that I
would and could do for him. ” - M7

The ability of spouses to support Kringle at home was also highly contingent on
the fact that he did not have any cognitive needs or chronic health conditions.
Examples
“His needs are all acute and does not have any long term needs. ” - F19
“Because he doesn't have a lot o f needs that are cognitive in nature. ” - M8
“Yes, stay in the home, he can make sound decisions and he doesn't need reminders at all. ” - F15
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Similar to case of Copper, negative stereotypes about LTC facilities were also
cited by participants as a reason against recommending LTC placement for Kringle.
Examples
M3:1 wonder...I wonder if he would...
L: This is Mr. Kringle?
M3: Yes.
L: How come you would or would not?
M3: Sometimes, I have an idea that it might not be backed up by statistics, when somebody goes into a long
term facility, they just deteriorate very quickly. That's my idea.
L: So you wouldjust try to keep them in the home as long as possible?
M 3 :1 would not want to do it [place in long- term care] until it becomes physically impossible to do it
[care for loved ones in the home].
“I can help him in the home, definitely not to long-term care (it's too horrible o f an outcome and when I'm
not well or my husband's unwell, I will hire someone to come in the home and keep him in the home). ” —
F16

Also similar to Copper, some participants also noted the importance for someone
like Kringle to maintain their independence and wellbeing.
Examples
“He requires assistance with activities o f daily living and dossette for medication. He should try to
preserve as much independence as he desires, so no he can stay home. ” - F27
“We can keep Mr. Kringle in the home because Mr. Kringle can live by himself. ” - M l2

Despite some participants’ emphasis on preserving Kringle's level of
independence, a number of those who recommended this profile to be cared for in a LTC
facility noted that someone with this care level may not be able to maintain independence
due to his physical needs.
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Examples
“I don't think it's always the cognitive things that determines whether someone goes into long-term care or
not. I f his spouse wasn't there he wouldn't be able to manage at all. ” —F20
"Mr. Kringle, if the resources allows, should go into LTC because he needs help with bathing and leaving
the house. ” - FI 1

Those who did not feel that Kringle could be supported in the home expressed
concerns about their own limitation when it comes to care giving. By the same token,
many of those who were concerned about their ability to provide the level of physical
care required by Kringle noted that, with the provision of affordable home care support
services, caring in the home would still be a viable option.
Example
“I f money permits and I could hire someone, then 1 would keep him in the home. Otherwise he has too
many needs and 1 can't do it myself to care for him. ” - F4

Personal preferences regarding care giving duties were revealed by a small
number of caregivers. Bathing and toiletry duties were regarded as tasks that some
individuals were uncomfortable performing.
Example
“Personally, I'm not keen on grooming and dressing and helping with using the toilet. " —M13

Furthermore, the ability of a long-term care facility to fully care for the needs of
Kringle was highlighted by many of the participants who chose to institutionalize their
loved ones.
Example
“I suggest that this person goes into a LTC facility because there there will be the health professionals that
can fully care for his needs. ”—FI 4
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Finally, similar to what was found for Copper, one’s own experiences caring for
individuals similar in needs level to Kringle also influenced his or her decisions about
institutionalization.
Example
“Because o f his medication needs. My mother had Alzheimer's Disease and she was like this at first. "
—F3

Quinn.
Quinn differed from both Copper and Kringle in that she needed extensive
assistance with ADLs such as eating. Her ability to perform grooming and dressing,
bathing or moving around in the home was severely limited (i.e., requiring full
assistance). Most of the participants chose to institutionalize individuals who resembled
Quinn. The issue of gender was brought up by the participants as a factor affecting their
decision making about the location of care. A few participants, men and women,
indicated that whereas a male care recipient may be adequately cared for in the home by
his female spouse, if a female spouse was in need of care at the level described by Quinn,
her male spouse would not be able to perform the tasks necessary to support her in the
home.
Example
“I f it's a female then she should go into LTC but i f it's a male with a female spouse, then he can be at home.
The decision to care at home is very dependent on gender because we all want to ensure quality care. ” -F9
“Men can't do chores as well as women so I [laughs] would say she would be better in LTC. I can't cook
and can't cook well as women. ” - M10
“Also 1 would think that the average male may not be able to take care o f his spouse as well". -F20
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In addition, thoughts about the evolving multigenerational family structure were
shared by participants when deciding about the caring recourse for Quinn. Individuals
noted that although in the past, informal caregiving was feasible due to the presence of
younger generations in the home. Now with the shift away from multigenerational
homes, elderly spouses often are unable to provide the physical care needed for each
other.
Example
“When you are old, if you are relying on another older person, there is no getting better. Like in the past,
the children would take care o f us and we can also be taken care o f with help from other people around us,
but things have changed and people are not as close anymore. " —F4

Overall, most participants have noted that individuals fitting the Quinn profile
would be suited for long-term care. The reason most often provided for this decision
surrounded the extensive level of physical care that Quinn requires, and the participants’
concern about their own ability to provide the care that she needs, particularly with
regards to ADLs such as bathing, visiting the toilet, eating, and grooming. Using the
telephone was also noted to be problematic for some. Caregiver bum out was also
anticipated to be an issue by participants.
Examples
“She can go into long-term care because she can't care for her daily tasks. The most important functions
are eating, dressing, visiting the washroom and bathing because I can't help her do these things with
convenience.
F15
“Another consideration is that there are elements o f her needs that only one spouse cannot care for by
themselves, for instance, any tasks that requires energy like assistance with bathing. ” -F14
“It's too much to ask o f one person and creates too much stress on the caregiver. ” -F25
"Caregivers are often under stress and pressure emotionally and physically which will leave the caregiver
no time for his or herself. F20
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“I think it is too much to care for her at home. She needs help with grooming and dressing and moving
aroundand with bathing so that's a heavy load. I think the inability to use the telephone will be a
problem, definitely. ”—FI 8

“I'dput her in because she needs total care with grooming. She also has trouble with moving around.
Bathing is intertwined with grooming and she has problems with that too. She can't use the phone.
Someone can come in and do some stufffor her but the fact that she can't go to the washroom by herself. I
mean, if she's alone and have an accident then she can't call out. She will needfull help with getting
dressed and bathing, andjust generally looking presentable so if she goes to the bathroom or has an
accident then she can't do anything to clean herself. She also needs full help with eating so she can't feed
herself, and there is the possibility o f choking. Being able to eat is very important because a lot o f
medication needs food. I f she needs all this other help... it says that she can't eat, well she probably doesn't
eat... ” —F24

Regardless of final care decision, almost everyone mentioned the need or the
likelihood to rely on outside assistance when considering the possibility of providing care
in the home. However, some also noted that even with formal assistance, informal
caregivers will be confronted with advancing health problems, as well as the need to
shoulder the financial responsibility in order to afford an increasing load of care services.
Example
“I f I could get home care help then maybe I would keep him in the home but this will likely become almost
full time - almost certainly with grooming, dressing, bathing, and the potential incontinence that she may
also have. I would actually needfinancial help to keep her at home as well. So I would keep her at home
with help from the CCAC and through subsidies (for respite through adult day care at McCormick Home this is S24/day so it will be quite costly). ”—M13

In accordance with the realization that they have limitations in their own ability to
provide adequate care in the home, many participants noted that LTC facilities would be
the most appropriate to deliver the support needed for someone like Quinn.
Example
“From the perspective o f caring for Mrs. Quinn, I would suggest that she be placed in long-term care.
This is because LTC can provide rehabilitation care for her, and can provide her with services and care.
- F14
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As mentioned, a small proportion of participants argued for caring in the home
with the assistance of outside care providers. They were found to be quite adamant about
their ability to provide care for someone with the needs level of Quinn, even when they
were prompted to consider not being able to access all of the formal assistance needed.
Most often, those who leaned towards caring at home considered Quinn s intact cognition
to be the indication that at-home care was feasible.
Example
“This individual's memory and ability to express herself is still intact so I can care for her here. ” —M8
“She still have her faculties so 1 would say no. ” - F23
“We can care for each other. I can hire people to help out in the areas that 1 can't do so that 1 can still
support her at home. " —F6
"When there are higher needs, the VON or other service providers can provide it. Here services like Meals
on Wheels can be a huge help for this individual. ” - F22

Spousal expectations about care giving also were noted by the participants as
being influential on their desire to provide care in the home. For a small number of
participants, these were compounded with pessimistic or negative perceptions about long
term care facilities.
Examples
“1 don't agree with sending him into long-term care because as a spouse, as long as I could still help him, I
will do it alt for him. ” —M l
“Because it's better for their health and it matters because it's a husband and wife that we are talking
about so we should care at home if we can. ” —M9

“I will help them at the home no matter what and these are things that I can help with. I f he or she is on
the cot and can't move to the washroom then I can't help much but 1 will be able to if it's my husband [with
washing and bathing], 1 won't send them to the long-term care no matter what, it's too horrible in there. ” —
F16
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“Because it creates a home feeling. I t’s a different feeling to live in a home environment than in um, group
home setting. Older people like to be at home because it feels like a family, even if it's a husband and wife
that fights, it’s still a family andfeels like a family. I f it's in the public...say, in afacility with nurses, their
relationship with a person is still not as...um, I don 7 think they focus on building the relationship too
much. Lets say if they are slow with their responses, it will still make older people feel bad even if it’s
harmless [compared to spouses who fight]. ” -F9

Wong.
The Wong vignette differed from the previous case scenarios in that the individual
being described was characterized as having slight cognitive deficits (e.g., periodic
difficulties with memory, decision making and expressing himself) in addition to needing
assistance with bathing and some instrumental activities of daily living (e.g., using the
telephone, keeping track of and remembering to take medications, making meals,
housekeeping, and travelling outside of the home). For Wong, many participants crafted
“supportive care packages” consisting of all the outside assistance that they would need
in order to support someone with this profile in the home.
Example
“I can keep him longer but I would need to ...if I can get some help then I would keep him at home, but if I
can't then I would say he would need to go into long-term care. " -M13
“Similarly to the other person just now, 1 would only keep them in the home if I hired someone. ” —F4
“Not being able to use the telephone. Not remember to take medications. Travelling by herself. All those
things are problematic so that you... whether you could get uh... get help with the meals and housework.
Using the telephone...yeah. Hmmm. Some help needed there, I don't know if it would be long-term care or
not but certainly...remembering to take medication, that’s important. I don't know how you can get around
that without some outside help. And you could get somebody to help you to travel outside the home, I know
that you can get that kind o f help. I'm not sure whether you can get medication help or not. Definitely, it's
not necessarily calls for long-term care but it calls for a level o f supervision by somebody. Well we sort o f
remind each other o f medication. " —FI

Those who selected to care for him in the home noted that Wong is still capable of
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performing many of the activities necessary in daily life despite his periodic cognitive
limitations. They mentioned various coping strategies, in addition to the need for outside
help.
Examples
"He can stay at home because he can handle the basics o f daily living and only needs help sometimes. ”—
F15
" I fl can't help them with moving then I can ask someone to help me move them. If they have trouble
comprehending me, I can be his mediator andfind ways to compensate for spoken languages (through body
movements like tapping). " —FI 6
“But if he can't express himself because h e ’s getting old, then through his actions, I would be able to tell
what he wants. So here's where the relationship comes in, because people with good relationships can tell
what the other person want. ” —F9

Additionally, participants noted that the cognitive and physical limitations
presented by Wong were not extensive enough to warrant constant formal care.
Examples
"He can be caredfor at home because his memory loss is not the most severe. ” —M8
“This individual is fairly independent as he can move around by himself and visit the washroom by
himself. So I think he can stay at home even though he has memory deficits. O f course everything depends
on the stature and the health condition o f the care provider. ” —FI 8
"I don't agree with sending him to LTC because these are all problems that 1 can do myselffor him. ” —M7

Similar to the preceding vignettes, a few participants who wanted to care for
Wong at home revealed an influence of stigma about long-term care.
Examples
"Also, long- term care often will create a sense o f loneliness and difficulties for the individual who is in
there. ” -M8
“Because I think by sending my spouse to a long-term care home, 1 mean whatever life that he will enjoy, 1
don 7 think it will be any more there and I think it will deteriorate his life style. And l think also that we are
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together, that whatever years he has left spending that we are together. ” - F8

Furthermore, some participants noted that they felt a sense of duty to personally
provide care for their spouse.
Example
“I can help them, because I need to help them with compassion. 1 have to do it to be able to live with
myself.” —FI 6

They have also drawn on their own personal experiences about caregiving for
individuals with similar profiles when making the decisions of location of care.
Examples
“I do things for my husband who have [sic] no short term memory so this person can be at home. " -F22
“I don't think he's ready>for long-term care. He's got his short term memory problem so that's no big deal.
I mean, it's frustrating for the caregiver if they ask you the same thing over and over. My husband would
get off the phone with someone and immediate ask me who it was that called, and would insist that he
would remember talking to that person. When they say "some help with eating", it could be about cutting
food into smaller pieces, it's unclear. The caregiver can give help with bathing and with medication
reminders. The caregiver can also take care o f his grooming and housekeeping. Maybe he can do
vacuuming. Mine does. This morning 1 spilt fish food and so he vacuumed it up for me. I had to plug it in
and push the handle to him and say here, you do this, [laughter] He also helps with doing dishes. But he'll
put the dried stuff in the stuff needing to be dried. And today he carried the cutleries around, and that was
scary because there was a big knife sticking out. He's in good physical health but mentally, he's not. I f you
look at him, he looks normal but as soon as he opens his mouth, you'd know that he's not. "
-F24

Most individual who recommended LTC placement for Wong noted that the mix
of care needs presented by this profile necessitated constant care by a caregiver.
Examples
"Mr. Wong should go into long-term care because he needs someone to care for him. He has health
problems, forgetfulness, bathing, using the telephone, making the meals, and leaving the house all needs
other's help. ” —FI 1
“I f we are considering Mr. Wong's situation, 1 believe he should go into long-term care because he needs a
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lot o f help. ”-F21

As with previous vignettes, many individuals also indicated that the current
intensive needs profile could only be best met by a long-term care facility. Some have
noted that, despite the availability of home care services, long-term care admission would
likely be the end outcome.
Examples
“I think his needs will be met better in a long-term care. ” -F20
"He needs home care for his daily needs -but should be assessedfrequently for changes in his memory and
abilities. Plans should be made for eventual long-term care. " —F2
i
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“I f there are enough resources, we can send Mr. Wong into long-term care so that he can have a better
life."- M U

C. Cameron.
The C. Cameron profile represented individuals with one of the most severe array
of physical and cognitive needs who are currently awaiting long-term care placement in
Ontario. Compared to the Wong profile, C. Cameron has advanced difficulties with
memory and decision making. Similar to Wong, C. Cameron also has some difficulties
with expressing herself and with eating, as well as with IADLs (e.g., using telephone,
keeping track of and taking medication, making meals, housekeeping and travelling
outside of the home). Unlike Wong, C. Cameron required some assistance with using the
washroom and moving around in the home. Similar to Quinn, many participants
recommended institutionalization for C. Cameron. Her complex array of cognitive and
physical needs was noted as being too much for one spouse to handle in the home,
especially without formal home care assistance.
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Examples
“Eating and bathing needs help... Plus if the individual falls because o f the mobility difficulties, it would
have dire effects on her health. She wouldn t be able to cope if she's being caredfor by someone o f the
same age. I f we have help coming into the house, then 1 would not send her to long-term care. I think her
needs are too troublesome. It is way more needs than just cooking and eating. How could one person help
on so many things? ” —F4

“Should go into long-term care because in terms o f memory, she has problems. And she can't do certain
tasks with daily living, so she should go into LTC.” -F I 1
“This individual requires more supervision so 1 would say yes, it's appropriate that she go into long-term
care. ” —F18
“Because she isforgetful and cannot make sound decisions she requires long-term care. " -F27
“Needs to go. Why’? She has difficulties making the correct decisions and often she can’t express herself
correctly. So from a physical needs point o f view, I can manage her care but on a cognitive level she has a
lot o f needs. I don’t think I can care for these things, so 1 think she should go into a long-term care. ” M il

Once again, similar to what was observed for Copper, the ability of care
recipients to manage medication was noted as being instrumental to being able to be
supported in the home.
Example
“Knowing to take medication is very important to be able to live at home, as with the ability to care for
one's self. ” —M2

Similar to what was found in previous vignettes, participants who decided to
provide care in the home discussed their own personal experiences with either having
personally provided care for individuals with similar levels of needs or have witnessed
other caregivers’ struggles with similar individuals.
Example
“Oh yes, I have to think about Mrs. Cameron. Okay, I ’ll give you the story and tell you why. We met a
couple through the Alzheimer's Society. [...] April 20th o f this year, she had a major farm accident.
Quad rolled on her and down a deep ditch. She was in the hospital for two months, major trauma to the
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body, requiring surgery. Between the trauma and the anesthetic, her Alzheimer has progressed very much.
So I see a lot o f [her] in this one. Um, so o f course it makes me thinking would I send her to a home. But
I ’m close enough to the case to know that um...based on how much she is similarly to a case that I ’m
familiar with, I would say yes to send her to a home. I ’ve seen how much it’s doing to her spouse, I ’ve
seen what it is doing to her in regards to being in a home is a struggle for her, she has to be watched 24
hours a day. I see that she would wander. ” -F25

Similarly, those who did not indicate having had any experience with similar
individuals mentioned the possibility that individuals like C. Cameron would have
rapidly advancing care needs.
Example
“Her needs are higher so I would look at long-term care for her, especially if she becomes incontinent and
have a lot o f needs related to grooming. ” —M13

The influence of gender was noted once again to be a factor in deciding on the
best option for caring for C. Cameron.
Example
“She can go into LTC. She can't express herself and needs help with the telephone, making meals,
housekeeping, leaving the house and taking medication. Even if this was a man, because women care for
men better, because he can't make sound decisions so there's a chance that he will do nothing wrong but be
tricked by bad people who prey on older adults. ” —FI 5

Similarly, participants also voiced optimism about the ability of LTC services to
serve the needs of this individual.
Examples
“I f this individual was in long-term care, her needs would be able to be better met as her husband and
children can't do it as well as professionals can. ” - M10
"Yes. I f I was taking care ofY, I would say ‘y e s'. She should be there. Um, things that are not in there
that you can take into consideration are: in a long-term care facility, there are events that are scheduled
that are suited to their needs. Whereas at home, you kind o f want them to go with you, regardless o f
whether they are able to or not. ” -F25
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Among the participants who chose to forego LTC for C. Cameron, most believed
themselves to be physically capable of providing the level of physical care that she
required.
Examples
“When you are old there is a need to stay together (we can't be separated) so if we can care for them at
home...and at this level, their care needs are not too severe so that there's nothing 1 can do for her. I can
care at home and 1 should not send her away. So if she goes, both o f the spouses should go. ” -F6
M6: “I f her husband can help her with eating, grooming and walking then she can still live at home. I
think these tasks with daily life are the key to whether or not someone can still live at home. I f one person
can remind her with medications then she could live at home too, as long as she has family members. But
every family is different. "
L: “Ifyou were her husband, would you be able to care for her in the home? ”
M6: "I would be able to. Yes. ”
“I can find some ways o f reminding her on things that she can't remember. ” -FI 9
“1 am still able to do stuff for her because the help that she needs are not too difficult yet. For instance,
she doesn't need any assistance getting dressed. ” -F23

Nevertheless, many of those who believed that they would be able to provide the
care that C. Cameron needed admitted that caregiving for her would be an arduous task.
Example
“I think at first I would try to keep her at home but I foresee a great deal o f difficulties with caregivingfor
her." -F8

Similar to those with less intensive needs profiles, caring for C. Cameron was
noted to require a great deal of external assistance from supportive service providers.
Examples
“A PSW (personal support worker) can help with her for respite purposes for the caregiver but she would
require a very capable spouse. ” -F I2
“This individual is like my husband, except he can do cleaning and laundry himself andjust needs help
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with cooking, he even sometimes drives himself occasionally but 1 don't like it. It never entered my mind
that I should send him to LTC. He has had a stroke so he has difficulties with some memory issues. I f the
spouse have time then I would say to keep her at home, but if not she would need external care (from the
CCAC)." -F I 7

The emphasis on caring at home also was noted to be important for individuals
with cognitive difficulties, as it allowed them a continuity of care in a familiar setting.
Example
“It's also better to stay in the home as they are used to their surroundings.

M6

Furthermore, participants who felt that C. Cameron could reside at home
indicated that spouses, rather than health care professionals, have a greater ability to
address the needs of those with cognitive impairments. This was previously observed
when participants were considering caring for Copper.
Examples
"Age related memory declines are a natural part o f aging, and since we're marriedfor so long, I will be
able to tell what she wants despite her difficulties with expressing herself from her mannerisms and
gestures. ” - M9
“I don't agree with sending her to LTC because in terms o f making the correct decisions and expressing
herself correctly are things that only husband and wife can compensate for each other because o f the
mutual understanding; other people caringfor this are all problematic. ” —M7
“I can help him. I f they can't express themselves then they can move their arms around and use body
language, I would understand. ” -F16

Many coping strategies also were noted by the participants to address the
assistance that participants require.
Example
“She's got problems with short term memory and she can't make sound decisions sometimes and have
trouble communicating and needs help. [...] Her spouse can keep track o f her medication and the memory
stuff. I mean short term memory doesn't mean that you have to go into LTC. My husband has no memories
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at all and he is at home. I f someone's there she does have help to make any meals or with her
housekeeping. I think that remember her medications, making meals and everything that's stuff that
someone else can do for her. I don't think she needs to go. [...] There are specialforks where the head is
this way [points to herself] so that they can go [pushing her hand towards her mouth]. They can also cut
the food into smaller pieces, I mean, they do that for kids too. Or can have finger food like we do. Or there
are those grabbing enlarged handles on forks. ” -F20

Summary of caregiving decisions.
Overall, thematic analysis of the qualitative data showed that participants in this
study presented a number of key reasons for placing older adults in a LTC facility. These
included: the awareness of one's own current and the prospective limitations as a
caregiver and considerations about the advancing health trajectory of the care recipient.
Social factors such as personal experiences with individuals of similar needs profiles and
confidence about LTC facilities also played a role in driving participants' reasoning about
placement.
An examination of the reasoning behind placement suggested advanced level of
physical needs in older adults signaled to caregivers a potential necessity for LTC
placement. In this study, more participants chose to institutionalize older adults requiring
high amounts of physical assistance versus those described with high levels of cognitive
dysfunctions. However, participants more frequently foresaw the care giving required for
individuals with cognitive dysfunctions increasing over time. For many participants,
difficulties with medication management, mobility within the home, and toileting were
noted as key indicators of LTC assistance. When considering individuals with higher
levels of needs, participants took into consideration the importance of gender. Men were
viewed to be less able to cope with caring for an individual with an advanced level of
needs by both male and female participants. Also for individuals at higher levels of
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needs, thoughts about impending caregiver burden emerged. This further reinforced the
decisions to place individuals in a LTC facility.
A key catalyst for caring at home, as noted by a large number of participants, was
home care services. Almost all participants noted that regardless of the needs level of
care recipients, the choice to care at home was contingent on the continued availability of
and accessibility to formal assistance from professionals. For some participants, the
choice to care for high needs individuals such as Quinn and C. Cameron in the home was
solely dependent on accessing professional home care assistance.
For the 17 caregivers who indicated that they did not recommend any of the
vignettes for long-term care placement, two key reasons were used: personal expectations
regarding informal caregiving and one's own personal experiences with caregiving.
With regard to personal expectations about informal caregiving, many of the
participants indicated that they would not institutionalize a loved one because they felt
that spouses should care for each other when one is unwell.
Example
“When you are old there is a need to stay together (we can't be separated) so if we can care for them at
home... and at this level, their care needs are not too severe so that there’s nothing 1 can do for her. 1 can
care at home and 1 should not send her away. So if she goes, both o f the spouses should go. ” —F6

Incidentally, all of the participants who felt strongly about spousal duty to care
were caring for spouse who were quite high functioning and had needs that were less than
those described in Copper. This may suggest that the lack of personal experience with
caregiving for high-needs individuals may have influenced participants to be more
optimistic about their own abilities to provide care in the home. However, of all of the
individuals who found themselves disagreeing with placement in long-term care, there
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were a number who indicated that they had cared for family members with higher needs
than what was presented by the vignettes. Contrary to those aforementioned participants
who based recommendations for placement on their personal experiences dealing with
similar high-needs individuals, participants also chose not to place anyone in LTC due to
their experience-based confidence in their ability to care for similar individuals.

Examples
[regarding C. Cameron] '7 think for her also that I would need to be relievedfor some time, and I think
that I would like to manage. With her, it will be difficult because 1 have never dealt with a person who is
difficult and all that. They may, irritation, so I don't know how to deal with it. But 1 will try>[to care in the
home]... ”-F8

F26: So Mrs. Cameron, I think she could be looked after at home.
L: Even when she has urn, 1 think her ability to move around F26: 1 ’m just going on my personal experience with my husband. 1 did help him with all o f this. So nope.
L: So no to Mrs. Cameron. What about her memory problems, and her abilities to express herself wouldn 7
be a factor?
F26: No. I ’ve lived through that. Well, I mean I ’m only going on my experience.

To get a sense of the circumstances under which these participants would consider
LTC, they were asked to describe what types of needs would make it difficult for them to
provide care for their spouses in the home. Many noted that they would consider LTC
only when a spouse became completely immobile, incontinent, unable to preserve the
emotional connection with the participant, or were prone to complicated behavioural
issues like wandering or aggression (Table 7).
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Table 7. Threshold needs for LTC placement.
Themes

Immobility

Incontinence

Lack of emotional
relationship

Behavioural
Problems

Examples

“Only when we
both can't move
will 1 send him
away but by then
we probably would
both have to go
together ” [laughs]
-F6

M 13: “Wellfor Mrs.

“I think that an
individual should go into
long-term care when his
or her memory is really
bad and they can't
express their needs or
they don’t know me.
However, although she
has deficits, she haven't
lost her memory
completely so 1 can still
care for her at home
with frequent
reminders. ”—M8

“But my husband
was also
aggressive in
the...in the last
six months, seven
months.
Aggressive and
even violent.
And uh, that was
when I decide
that I, 1 couldn 7
look after him
anymore. Plus
he was a
wanderer, so
every chance he
got he was out
the door and
gone. ”—F26

Cameron uh, for me
is, is still borderline
too for requiring
long- term care. She
needs help visiting
the washroom, and in
my own experience,
that was kind o f the
straw that was going
to break the camel’s
back: if my spouse
was going to become
incontinent,
particularly bowel
incontinent. "
L: “Yeah. ”
M l3: “I f it
happened, I uh, I
think I would look at
long-term care. ”
“The most difficult
thing for me was that
my husband was
incontinent. 1found
that really difficult,
both o f us did. " —F26

“H e’s lost a lot o f his
language skills and his
speech, which's a big
part o f Pick's Disease.
So you could ask him a
question and he would
just talk about something
totally different. That
was very hard to deal
with, especially when
there's only the two of
you in the house. I
would end up talking to
the dog, you know. I
mean he doesn 7 talk
back but [laughs]. I
really miss that. More
than anything 1 think.” F26
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Additional reasons for caregiving.
At the end of the interview, participants were asked to describe their personal
reasons for caregiving in order to deepen the understanding of their decision making
process for those described by the vignettes. Five themes emerged: compassion, love,
reciprocity, socio-cultural responsibility, and the desire to ease the burden for other
family members.
Regardless of their vignette decisions most participants noted that it was their love
for each other, during a long history of a thriving relationship together that compelled
them to care for one another.
Examples
“Love. We had a great marriage and have always been there for each other. ” - Ml 2
“Because our relationship is good so we can be considerate o f each other. " -M 8
“Because he's my husband and I love him. We will be married 36years this year. ” -F24

A theme of reciprocity also emerged as a main reason for caregiving. Over the
course of a marriage, participants may have been cared for, or foresee themselves to be
cared for, by their spouse. The knowledge that they would be cared for during times of
need thus formed the basis of their willingness to care for their spouse at the present time.
Examples
“Because we need to take care o f each other and 1 can't abandon him when he's helped me before. Even if
he is in a wheelchair and I can't do it, I will do my best to do it. I f not, I will use a PSW or someone. ” -F2
“I want to. Because 1 love him. He was a wonderful husband so it's only nature. It's not out o f guilt or
anything. Some people might say reciprocity. ” —F20
“Because 1 love him. In 6 days, it will be our 42 wedding anniversary. Plus he's caredfor me when I was
going through my health troubles. ” —F25
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As well, some noted that they had a compassionate nature, hence caregiving
became a natural instinct for them.
Example
“I think I want to care and it comes from the heart. I have a desire to care for others, and that is why I'm
in nursing and I care for others professionally, as well as for my own family. ” -F I 7

A large number of participants noted that spousal duty and cultural values about
caregiving also played a big part in their willingness to provide care for their spouse.
Examples
“It's my duty as a wife, we should care for each other. When I was young, I took care o f my children so
now my husband should reciprocate too. As well, with our husband, he should look after me just as I would
with him. ” —F6
L: Do you feel that your thoughts about caregiving are still like the traditional Chinese way o f thinking?
M i l : / think, I think, traditional Chinese values are still, I think, it's still better. Because if you are living
with someone and passing the days with someone, like for us, we have been marriedfor over 40 years, uh,
her problems are my problems. There are no discussions. We can t just say, as soon as she’s ill, we ’ll do
things different. Definitely not. So I think tradition is still very correct, still right on this.
“It's just what I do. I'm Irish. ” —F26
L: Okay, and would you say that your beliefs about family caregiving, is it more like in India where
everyone lives together or more like here, where people can live apart?
F8: / think, and this is because offamily tradition, Indian tradition, that we want to take care o f each other.
In India, it is not the spouses that send into long-term care home.
L: And why do you guys care for each other?
F8: Because tradition and all, I never think that that is caring because it comes naturally. I care that he
takes medication and all. We are always together, travelling and all that.
“Spouses are different because when we got married we vowed to care for each other no matter how
sick...we have to be together until old. That’s what marriage is, right? Plus w e’ve been togetherfor so
many years and have live together through so much, we have a responsibility to care for each other. I
think that i f I was in need, my husband would care for me too. The relationship between a husband and
wife are very different than between friends or relatives.” -F7

Finally, the myriad of reasons for caregiving was also compounded by some
participants’ desire to ease the stress of caregiving on the rest of the family.
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Examples
“1 want to decrease the burden on my children and it makes me feel young. " —F9
“Over the length o f our marriage, we always had a very close relationship. She used to care for me when I
was very busy, and now that we are tired, we only have one daughter, so I should care for her now too. ” F6

Despite the inherent prominence of familism as a factor affecting participants’
decision making about LTC placement, there was very little notable qualitative evidence
that hinted at the role of aging attributions, or other pessimistic views regarding aging, as
a major factor influencing placement decisions. Only one participant (2.5%) indicated
that her pessimistic perception regarding her own aging form the basis of her decision to
place Copper in LTC.
Examples
“Because LTC can provide different types o f care for individuals. Usually, since we're the same age when
illness occurs, it is likely that my own health will have declined as well when my partner's health does. I
think we would then need societal help. ” -F4

Discussion
The purpose of this study was to explore the factors driving informal caregivers to
recommend LTC placement for the spouses in their care. This was accomplished by
assessing if there was a relationship between spousal caregivers’ pessimism about aging,
as measured by aging attribution, and decisions they made about the advisability of
placing loved ones in long- term care. Furthermore, the relationship between the
perceived sense of familial duty to care and decisions informal caregivers made also was
examined. As well, this study also captured the narrative explanations that informal
caregivers provided about advising placement of loved ones for long-term care. Themes
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from data related to these qualitative accounts were data driven and emergent in order to
gain an appreciation of the factors underlying the difficult decision making process
undertaken by spousal caregivers. Although the aim of this study was to assess the
presence of relationships, hypotheses based on existing research on aging attribution and
familism (as discussed in the Introduction section) were formed to suggest that aging
attribution, as a form of pessimism, may induce individuals to recommend LTC
placements at a higher rate whereas familism may act to prolong homecare. Although the
formation of hypotheses is the norm in deductive quantitative research, qualitative
research rejects the influence of hypotheses as it may affect the interpretation of
qualitative results. In order to address the potential influence that these hypotheses may
have on the thematic analysis, the researcher practiced reflexivity whenever possible
when analyzing the qualitative data. This was accomplished by being conscious of the
quantitative hypotheses, and by actively looking for examples of both positive
confirmatory and negative counter cases to ensure that the interpretation captures as
many differing views as possible. An attempt to enhance the quality of the qualitative
interpretations was made through researcher triangulation.
The results of this study are discussed below.

Research Question 1: Aging attribution and long-term care placement
recommendations
It was initially believed that aging attribution, as a type of pessimistic view about
one’s own aging, could lead to less rewarding feelings and efficacies about caregiving
(Brody & Kleban, 1985; Sarkisian et al., 2005). Ultimately, this could produce heavy
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burden on the caregiver and therefore lead to a decision to consider LTC placement.
Hence, spousal caregivers who demonstrated a higher sense of aging attribution were
expected to make more recommendations about institutionalization than those with a
reduced level of aging attribution. Contrary to this expectation, the lack of significant
relationship between aging attribution scores and the number of vignettes recommended
for LTC placement was suggested by a non-significant Spearman’s correlation value of .063,/?= .70. In addition, a significant, but opposite to expectations relationship was
found between aging attribution and decisions to place individuals experiencing
significant levels of physical decline (i.e., as described by the Quinn vignette). The
higher than expected rate of institutionalization recommendations made by those with a
reduced level of aging attribution may be due to the fact that individuals tend to regard
physical conditions “caused” by aging as inevitable and uncontrollable, but less
demanding (Locher et al., 2002). This view is consistent with literature that suggested
that individuals who attribute health conditions to age often underplay the severity of the
conditions (Gjorup et h, 1987; Prohaska et ah, 1987; Sarkisian et ah, 2005). Although
few studies exist that examined how aging attribution can affect the decision making for
others, the finding that aging attribution is related to a reduced rate of recommendation
for LTC placement suggests that aging attribution affects decisions made both for one’s
self and for those in one’s care. The fact that aging attribution influences decisions made
for spousal care recipients is consistent with the findings by Aron, Aron, Tudor, &
Nelson (1991), who showed that partners in romantic relationships tend to include each
other into their sense of self. Hence, it is unknown if aging attribution would have
similar effects on informal caregivers with other relationships to the care recipient (i.e.,
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an offspring or relative).
In agreement with the quantitative data concerning aging attribution, participants
did not provide any substantial qualitative reasoning regarding this construct. This may
be due to the fact that aging attribution is a construct of which most individuals are not
conscious. In contrast, familism and familial duty to care are constructs that are more
culturally ascribed and play a more concrete role in everyday life (Knight & Sayegh,
2009). As well, if any, aging attribution may only play a mediating role in LTC decisions
as it may only influence other factors that are more proximal to the decision making
process (e.g., caregiver burden). The Views About Getting Older subscale of the Aging
Perceptions Questionnaire measured constructs that are anchored in a model of health and
illness behaviour regulation: time-line, consequences, and curability/controllability
(Leventhal et al., 2003). Of the seven constructs measured, those who cared for an
individual with higher functional needs were more likely to believe that aging was
marked with positive consequences, as well as being more likely to perceive themselves
to have a higher level of control of the negative consequences of aging (rs=0.389,
/?=0.013; rs=0.480,/?=0.002, respectively). Caring for higher need individuals in reality
may have produced more optimism and a greater feeling of control over negative
consequences. In summary, since the present research shed little light on the relationship
between aging attribution and placement decisions, more research will be necessary.

Research Question 2: Familism scores and long-term care recommendations
Based on recent literature (Calderon & Tennstedt, 1998; Harris, 1993), it was
hypothesized that there was going to be a negative relationship between the perceived
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sense of familial duty to care and decisions informal caregivers make about the
advisability of placing loved ones in LTC. This study found that there was not a
significant quantifiable relationship between familism and the placement decisions.
However, extensive qualitative data were collected that supported familism as a crucial
factor influencing final placement decisions for older adults of all levels of care needs.
For example, a large number of participants, particularly those who believed that they
would be able to provide care at home for all of the vignette situations, felt that they had
a responsibility to provide care for their spouses, regardless of their health status.
Example
“When you are old there is a need to stay together (we can't be separated) so if we can care for them at
home... and at this level, their care needs are not too severe so that there's nothing I can do for her. I can
care at home and 1 should not send her away. So if she goes, both o f the spouses should go. ” -F6

This way of thinking is supported in the literature. Boeije and Van DoomeHuiskes (2003) noted spousal caregivers who are predominantly driven by a sense of
duty to care maintained care giving even as their relationship with the care recipient
deteriorated. Furthermore, Murray and Livingston (1998) suggested that spousal
caregivers driven by duty tend to overlook the importance of seeking formal help.
Given the availability of conflicting results on familism and the experience of
stress and burden by informal caregivers (Losada et al., 2006; Shurgot & Knight, 2005),
it was perhaps not surprising that a significant relationship between this construct and
placement decisions in general was not found. However, the effect of familism was fully
evident in this study through the dominant role that the familial duty to care appeared to
play in the participants’ decision-making process for both the vignettes and their personal
reasons for providing care for a spouse. These findings suggest that familism influences
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decision making about LTC by older adults of all levels of needs; this is supported by
other caregiving literature (Levine & Murray, 2004; Neufeld & Harrison, 2006). As
mentioned in the Descriptive Analysis section, many participants who cared for lowneeds spouses noted great difficulties assessing the labour involved in their current
caregiving situation. Thus, it is possible that at lower level of physical needs, the effects
of familism and aging attribution are not determining factors, because caregiving for
individuals like Copper and Kringle resembles what they have always done for their
spouse. Given the difficulty in capturing the level and scope of assistance required by
individuals with cognitive decline (i.e., Wong), participants may have also interpreted the
moderate level of physical needs to resemble their own caregiving norms.
Participants who made LTC placement decisions were more likely to self identify
as belonging to a culture that emphasizes family caregiving. Perplexingly, they also were
found to have slightly lower median familism scores. The role of familism has been
found to be different across ethnic groups because the amount of stress and burden
experienced by caregivers from cultures with strong familism is dependent on other
cultural specific characteristics, such as the amount of social support available (Knight et
al., 2002). Therefore, among participants who reported identification with cultures with
traditional family caregiving values, disparities may exist in how such values interact
with other socio-cultural factors to affect their ability to provide care in the home. The
results of this study add to the current literature by suggesting that the influence of
familism is a complex process in caregiving. As well, qualitative explanations by
participants also suggest that familial duty to care may be challenged by the desire to
provide the best possible care possible for a family member. This would help explain the
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conflicting finding that those who made LTC recommendation had higher familism
scores.
Example
‘‘I f the circumstances permits, we can send Mrs. C. Cameron to LTC institution; this way, she will be able
to have a better life. ” - M l2 (self identified with a familistic cultural background)

Losada and colleagues (2008) have suggested that future studies on familism's
effect on caregivers remain crucial, but researchers must look at ways to independently
measure the familism dimension of familial support and the dimension of familial
obligation as each of these dimensions may differentially affect caregiver stress. As well,
Losada and colleagues have also noted that different familism scales are required to
capture the experience of familism by different kin relationships. Although the
relationship between familial support and obligation is not a focus of this study, the
results of this study suggested that how dutiful one feels towards their aging spouse is
further affected by social factors external to one’s socio-cultural background. These
factors are also shown in literature to be important reasons for family caregiving, and
included the qualities of one’s marriage over time (Russell, 2001), the gender of the
caregiver and recipient, and reciprocity (Neufeld & Harrison, 2002, p. 35).
Examples
"We are willingly caring for each other because we have been together for 50 years. We have had some
conflicts before but now with no hardships in life we are happy. Plus it's only natural to fight. Now since
she's not as physically able as she once was, I have no reason to let her suffer. ” —M4
“[...] So like I said earlier, if it’s a woman being caredfor by the husband then it comes down to the
quality o f their relationships. I f it’s especially good and it’s from the heart, then yeah I would say she
would be able to get attentive care from him and could probably be at home. But if the relationship isn 't so
great, then it will be very difficult because she has issues with her memories... ” -F9
“Because I love him. In 6 days, it will be our 42 wedding anniversary. Plus he's caredfor me when I was
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going through my health troubles. ” - F25

Other Factors Affecting Caregiving Decisions
Participants.
The majority of participants were women (67.5%), which is consistent with the
reported feminization of the caregiving workforce (Hollander, 2007). Those who cared
for individuals with high care needs (above the level of Quinn) were younger than the
rest of the participants (68.6 ± 8.1 compared to 71.0 ± 8.0) while their high needs care
recipients were around the same age as the rest of the participant pool (73.5±9.6).
Although the participant sample was skewed in that most (60.0%, n=24) of the
participants cared for an individual who was relatively high functioning (possessed less
care needs than described by the vignette of Mr. Copper), it should be noted that 25% of
participants provided care for spouses with high needs. It is possible that the thought
process of participants could be impacted by their exposure to different intensities of care
giving, but many participants noted that they have experienced caregiving first- or
second-hand for individuals with higher needs levels than their own spouses. The level
of needs possessed by the spouses of participants had an, albeit non significant (p=.06),
negative relationship with the number of aging attributions made by participants.
Participants who were providing care for high-need spouses attributed their own health
concerns to aging less frequently. This finding provides indirect support for the
hypothesis that aging attribution may have an effect on long-term care recommendations.
Interestingly, of the subset of the population who provided care for individuals
with moderate to high levels of needs in the cognitive domain (i.e., resembled Wong,
C. Cameron or had needs that were higher than C. Cameron), four of these individuals felt
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that none of the individuals captured by the vignettes should be institutionalized. The
predominant reason for caring at home was their own personal experience with
caregiving for similar needs individuals. An example of this: “I ’m just going on my
personal experience with my husband. I did help him with all o f this. ” [F26]. None of
these individuals made the decision to institutionalize every single type of the vignette
characters. This suggests that this subset of individuals may be better at discriminating
between the vignettes than those who cared for someone with lighter needs. This further
suggests that a mix of factors, including personal experience, plays a role in shaping care
decisions.

Social drivers.
Recommendations for LTC placement were due to a host of factors. As
mentioned, research has shown that among spousal caregivers, sense of duty, reciprocity
and affections are leading reasons for caregiving in advanced age (Lewis, 1998; Murray
& Livingston, 1998; Murray et al., 1999; Neufeld & Harrison, 2002; Russell, 2001). The
results of this study show that personal comfort and preferences regarding caregiving
duties, such as bathing and toileting duties, were noted by numerous participants as
threshold for institutionalization. Nevertheless, the true prevalence of this concern
among all participants was likely concealed by the feeling of stigma against appearing as
an undutiful spouse.

Physical and cognitive needs.
As previously mentioned, participants of this study appeared to be influenced
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more by the assistance required for physical needs than cognitive ones. In particular,
participants who had no experience dealing with individuals with cognitive needs did not
provide as thorough a consideration of the care that might be involved in caring for
someone like C. Cameron; suggesting that perhaps their decisions for these two vignettes
might not have been fully informed. Those with relevant experiences, however, all noted
the extensive 24-hour care required for individuals experiencing cognitive decline. Often
the care needs required by these individuals transcended the physical and cognitive
domains. For example, participants of this study who cared for spouses with Alzheimer’s
disease or have had a stroke noted that even when they were away during respite care,
their heavy concern for their spouse’s wellbeing remained constant.

Gender.
Gender of the care provider was noted during several instances, by both male and
female participants, as an influential factor on LTC decisions. This was supported by the
finding that more men in this study were found to be among those who recommended
LTC for at least one vignette than in those who chose to care for every vignette character
in the home. Although a statistically non-significant relationship was found between
gender and placement, the analysis may have been affected by the small number of men
included in the study. As such, the qualitative analysis may provide more revealing
insight.
More men made LTC recommendations, which are supported by the literature on
caregiving that suggests male caregivers to be typically limited to providing assistance
with instrumental activities of daily living, such as housekeeping or assistance with
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mobility (Montuclard et al., 2000). Individuals who indicated gender differences in their
decisions unanimously noted that individuals with needs above the level of Copper were
only capable of being supported in the home if they were men with a wife. Similarly,
when it was found that most of the participants chose to institutionalize individuals who
resembled Quinn due to her extensive physical needs, the issue of gender was brought up
by the participants as a contributing factor affecting their decision making about the
location of care. A few participants, both men and women, indicated that, whereas a
male care recipient might be adequately cared for in the home by his female spouse, if a
female was in need of care at the level described by Quinn, her male spouse would not be
able to perform the tasks necessary to support her in the home. Such gender expectations
could be seen as further contributing to the continual feminization of caregiving.

Homecare services.
The most important factor influencing the decisions to care at home for the
participants of this study remains the availability of and access to in-home supportive
care services. This is not surprising given the present research focus on assessing the
effectiveness of home care services (Williams & Peckham, 2009). Home care services
decrease the burden on caregivers by increasing respite time and decreasing physical
over-exertion by caregivers. As well, access to care services provides peace of mind for
the informal caregiver, with the knowledge that assistance is available to them when
needed (Williams & Peckham). Regardless of the level of care that participants were
providing, they all appeared to be quite knowledgeable about the array of care services
available 1o them. However, this readiness to care may be an artifact of a highly educated
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and socially connected sample and may not be representative of all informal caregivers in
the community, particularly those who belong to a vulnerable and marginalized
population and provide care in the absence of any formal or informal assistance.
Qualitative data also shed light on how access to care services plays a role in explaining
how caregivers who experience lower levels of attribution can provide for spouses with
very high levels of care needs in reality. Furthermore, it should be noted that although
the focus on home care services was noted to be prevalent among the participants of this
study, research has shown that for spousal caregivers of individuals with dementia, it was
the onset of behavioural challenges, such as aggression, in care recipients that served as a
threshold for LTC placement (CIHI, 2010b). As noted in Table 7, behavioural
challenges were viewed as threshold factors by some participants of this study, namely
those who were caring for individuals with some level of cognitive difficulties.
Combined, this suggests that access to home care services is instrumental for caregivers
of older adults to provide care in the home. However, having access to home care
services alone may be insufficient for spousal caregivers to continue providing care for
older adults with cognition-related behavioural challenges.

Summary of findings.
Taken together, the quantitative and qualitative data have shown that attributing
health conditions to aging by caregivers of older adults was associated with a decreased
propensity to institutionalize the loved ones. Research has shown that aging attributions
lead individuals to perform less health seeking behaviours (Locher et al., 2002).
Although existing research, as well as the qualitative data collected in this study, do not
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shed light on if and how aging attribution could influence decisions made for others,
quantitative results generated from this study suggested that aging attribution may be
associated with how an individual cares for others. In particular, aging attributions lower
the likelihood of spousal caregivers to recommend long term care when the spouses in
their care experience extensive physical care demands. Even though health conditions
attributed to aging were seen as uncontrollable and inevitable, individuals view them to
be less debilitating than conditions that are not linked with aging (e.g., slowing down
versus muscular dystrophy). In this study, aging attribution and pessimism regarding
aging affected care decisions differently in real life than when hypothetical vignettes
were used. Caregivers who possessed optimistic views about aging (i.e., aging is
associated with positive consequences) and reported higher control over negative
consequences of aging were caring for older adults with the highest level of needs in the
home. The disparity in how aging attribution affects decisions regarding hypothetical
vignette scenarios and caregiving in reality could be explained by the qualitative results
of this study, which corroborated the existence of a complex myriad of factors affecting
caregivers in their decision making which include and are not limited to: familial duty to
care (familism), gender, the quality of the spousal relationship, experiences with
caregiving, personal reasons for caregiving, and the availability of external support.
Figure 7 shows the web of factors that can influence spousal caregivers to place loved
ones in LTC.
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Stigma About Long- « -------------------------------------

Health Literacy

Figure 7. Web of complex factors influencing spousal decisions regarding long-term care
placement, as determined through quantitative and qualitative results. Additional factors, such as
health literacy, are supported by existing literature. Factors influencing decisions to care in the
home, as obtained through the vignettes, are denoted with arrows pointing to Home whereas
factors influencing decisions to place in LTC are marked by arrows directed at Long-Term Care.

Study Limitations
Although LTC institutions remain a main long term housing with services option
for older adults in Canada, readers should note that care in the home and LTC facilities
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represent only the two extreme forms of housing with services. Other intermediate types
of housing for individuals with intermediate level of care needs such as assisted group
living, supportive housing, and domiciliary care, were not addressed.
This study was limited by its relatively small sample size as this reduces the
external validity of the study results. The external validity of the study is further
hindered by a lack of available validated scales on aging attribution and familism in
different languages; this limited the research to participants who could speak English, and
may not have allowed decision making by people of difficult cultures to be fully
captured. Due to time and resource restraints, a longitudinal study was not carried out and
therefore it was not possible to determine whether the attribution patterns of these
caregivers and their hypothesized course of action actually translate to action (LTC
placement) over time.
A further area of concern about this study lies within the vignettes. Participants
noted that the vignettes did not address all of their crucial decision factors, such as the
full extent of functional and cognitive limitations, the quality of the spousal relationship,
and the kind of formal care that each vignette character had access to. Given the effect of
the quality of marital relationships on placement decisions as revealed by the qualitative
data, future studies should make use of validated scales on marital relationships, such as
the Dyatic Adjustment Scale (Spanier, 1976), to control for these effects. Furthermore,
future studies should also examine the effect of gender on decision making by having
participants make decisions about each vignette from the point of views of both male and
female caregivers.
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Furthermore, although it was an appropriate measure for use in this study given its
good psychometric properties when validated in a population of caregivers, the Revised
Familism Scale did not have good face validity as it applies to spouses. As well, Losada
and colleagues (2008) have noted that the Revised Familism Scale may not include other
relevant familism dimensions described in the literature, such as proximity or loyalty
(Steidel & Contreras, 2003). Proximity and loyalty are certainly among the themes
provided by participants of this study for their reasons for providing care to their spouses.
In addition, some participants noted difficulties with answering questions in the Revised
Familism Scale, citing the highly situational nature of the questions (e.g. ‘one should be
ashamed of the bad things done by his or her brothers and sisters’). The Scale also does
not distinguish between the differences in feeling obligations to one’s spouse versus
parents. These concerns about the Revised Familism Scale force the question of the
utility of a standard scale to capture a complex and multidimensional construct such as
familism.

Practical Implications And Future Directions
This study is novel because it has demonstrated that the bio-psycho-social factors
affecting informal caregivers can influence their decisions and course of action for those
in their care.

The results of this study point to the importance of considering the

caregiver and care recipient together as a dyad when assessing whether a caring situation
is appropriate to receive formal assistance, such as home care services or LTC placement.
As shown in this study, whether an older adult can be maintained at home is contingent
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on the ability and willingness of the spousal caregiver to provide care. Therefore, it is
vital for health professionals and policymakers to address the needs of spousal caregivers
when they consider those being cared for in the home as these are the individuals who are
providing constant caring duties and are at risk of needing caring themselves. The
critical need to support informal caregivers through a national caregiver strategy has been
noted to be a national priority by the Special Senate Committee on Aging (2009), but
whether such a strategy will be implemented still remains to be seen. For many couples,
mutual care giving has been ongoing since the beginning of their marriage and does not
end once one spouse has fallen ill. As one participant [F4] said: “There's a saying in
Chinese: one day as spouses, a lifetime o f being together. We are both two birds in the
same forest.”
The results of this study point to the vital need for health care practitioners, case
managers and policy makers to engage in holistic considerations of both parties in the
caregiver-care recipient dyad. Although current governmental level home care service
allocation is assessed based on the present day needs of care recipients (i.e., ADL needs,
IADL needs, cognitive status and the presence of a live-in caregiver), there is much less
consideration given to the needs of caregivers such as their health and disease
trajectories, and other responsibilities. Caregivers, particularly spousal caregivers, often
are negatively impacted by the burden experienced through caregiving. Compared to
caregivers who have other relationships with the care-recipient, spousal caregivers are
twice as likely to express stress (CIHI, 2010a). Compared to formal caregivers, they also
have a higher likelihood of using psychotropic medications, visiting physicians and
greater symptoms of stress and poorer self-rated health (George & Gwyther, 1986), as
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well as experiencing higher risks of depression and loneliness (Beeson, 2003). The
experience of adverse health outcomes, such as stress, increased between 37% to 52%
when caregivers were caring for older adults with moderate to severe levels of cognitive
impairments or have aggressive behaviours, respectively (CIHI, 2010a). As mentioned
by almost all participants in this study, and widely noted in the literature (Neufeld &
Harrison, 2006), the availability of affordable and adequate home care services is critical
in helping older adults and their informal caregivers to age at home. However, as noted
in the research results, the behavioural challenges presented by older adults with
cognitive impairments often brings the caregiver past the threshold of being able to
provide care in the home; this was corroborated by a recent national study showing that
one in six older adults in long term care were those with dementia but low levels of
functional impairment (CIHI, 20010b). This study also indicated that spouses play a vital
role in allowing older adults with dementia to remain in the home. A recent study by
Vitaliano (2010) showed that spousal caregivers of older adults with dementia are at a
significantly higher risk of developing dementia themselves. Five (12.5%) of the
participants in this study were caring for spouses with mid- to advanced stages of pre
frontal dementia, an incurable, progressive condition for which they were diagnosed in
their late 50th to early 60th decades of life. The added difficulties of not being able to
qualify for much needed social assistance programs that are currently available to older
adults is a further blow to the already heavy workload of the informal caregivers. This
study has provided evidence for practitioners to address the care needs of older adults in a
holistic manner by focusing on the caregiver-care recipient dyad to figure out how to
better support the assortment of needs that are unique to every caregiving situation. As
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one participant (F20) said: “And caregiving is a very individualizedfunction - we all do
things somewhat differently - depending on the needs o f the person who is ill. And also
depending on our ability to respond or cope. "
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Appendix B. Recruitment Flyer

Do you live with a spouse or
partner who is over the age of 70?
Be a knowledge créât or I Help us understand how to help Informal caregivers to make decisions for their loved onesl*•

If you care fo r a p artn er or spou se over th e a ce of 70.
you are needed for a university research study to understand the decision-making process of
informal caregivers for older adults.
You will be asked a series of questions lasting approximately 45 minutes.

Benefits to you:
* An opportunity to discuss your caregiving issues with a neutral party
• An opportunity to inform researchers and practitioners about howto better support family caregivers
• As a token of appreciation for your valuable time, you will be entered into a draw for a $50 grocery store gift certificate
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Appendix C : Letter of Information

Wes

n

Health Sciences

"Do aging attribution and famlism influence long-term care
placement decisions by spousal caregivers of older adults?"

Investigators
Dr. Alan Salmoni, School of Kinesiology, University of Western Ontario
Dr. Richard Sorrentino, Department of Psychology, University of Western Ontario
Prof. Sandra Hobson, Health and Rehabilitation Sciences Program, University of Western Ontario
Lynn Zhu*, Graduate Student, Faculty of Health Sciences, University of Western Ontario
(*Supervised by Dr. Alan Salmoni)

Background
This study aims to examine if, and how, the views and beliefs of informal caregivers of older
adults about the aging health of their loved one(s) and family dynamics can shape their decision
making about long-term care home placement. In total, 31 informal caregivers will be included
in this study.

What will happen in this study?
This study will take about 60 minutes, and can be completed at your place of residence or in the
private area of a public establishment that is nearest to you. It will be conducted in English. If
you are illiterate, experiencing reduced fine motor skills or low vision, you are still eligible as
long as you are able to communicate with the researcher in English and provide written or
verbal consent (audio-recorded).
This study will be carried out in the following manner:
1. The researcher will present to you two questionnaires to complete at a pace that is
comfortable to you. The questionnaires will examine your views about the aging process, and
your views about family relations.
2. The researcher will then ask you to read over the profiles of five older adults with differing
levels of care needs, and to determine whether or not you would recommend individuals fitting
each profile for long-term care home placement. You will also be asked to speak out loud
about how you are making this decision (e.g., you can discuss how a particular characteristic in
the profile, or how your personal experience, influences the choices that you are making).
3. Finally, the researcher will ask you a series of interview questions about your thoughts on
aging, and experiences with care giving and with long-term care homes. Please be as
descriptive as you can.
Your responses will be audio-recorded to ensure accuracy of the results. However, you can
refuse to be audio-recorded if you prefer.
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Confidentiality
No information shared in this study or your identity, will be shared with anyone besides the
researcher that you are meeting with right now. The written records obtained today will be
stored in a locked filing cabinet in the locked office of the researcher, and the audio recording
will be saved on a password protected computer folder. All records will be stored for up to five
years before being shredded and digitally deleted.
The information that you share with the researcher today will be pooled with information
obtained from the other participants to compile the final report. Your identity will be encoded
to be non-identifiable in the report (for example, "female caregiver, 78 years in age").

Risks and Benefits
There will be no foreseeable physical risk to you for participating in this study. However, there
may be a chance that may be asked personal questions that causes you psychological
discomfort. Participation in this study is voluntary, if you feel uncomfortable with any
questions or any steps taken in this study, please feel free to skip the question, take a break, or
withdraw from the study at anytime.
Although the researcher cannot help you make decisions for your loved one[s], participation in
this study will offer you an opportunity to speak with a neutral party about difficult topics such
as your decisions regarding care giving and long-term care home placement. Participation in
this study will may ultimately allow health care professionals to better support caregivers in
their decision making when caring for loved ones.

This letter is yours to keep. You will also be given a copy of the consent form once it has been
signed. If you would like to receive a copy of the overall results of the study, please put your
contact information on the consent form and give it to the researcher.

Contact Person (should you have any further questions or concerns about the study):
Lynn Zhu, Graduate Student
Thames Hall, Room 4160
Faculty of Health Sciences
University of Western Ontario

If you have any further questions regarding your rights as a study participant, please
contact The Office of Research Ethics of the University of Western Ontario
at (519) 661-3036.
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Appendix D: Sample Informed Consent Form

“Do aging attribution and famlism influence long-term care placement
decisions by spousal caregivers of older adults?”
Informed Consent Form

I have read the letter of inform ation, have had the nature of the study explained to me
and I agree to participate. All q uestions have been answ ered to my satisfaction.

I agree to participate in the study.

(Date)

(Participant's Name)

(Participant's Signature)

I agree to have my responses audio-recorded.

(Date)

(Participant's Name)

(Participant's Signature)

Researcher's Signature

(Date)

(Researcher's Signature)

Do you wish to receive a copy of the results of this study? If so, please provide your contact
information.
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Appendix E: Aging Perception Questionnaire (Barker et aL, 2007)
These questions assess your views and experiences of getting older. Since everyone is getting older,
these questions can be answered by anyone of any age. There are no right or wrong answers -ju s t
your experiences and views. Even if the statement relates to something you do not often think about in
relation to yourself please try to give an indication of your views by answering every question.

A) VIEW S ABO UT AGING
W e a re in te re s te d in v o u r o w n D e rs o n a l v ie w s a n d e x D e rie n c e s a b o u t a e ttin a older. P le a s e in d ic a te v o u r v ie w s
o n th e follo w in g s ta te m e n ts (s tro n g ly d is a g re e , d is a g re e , n e ith e r a g re e n or d is a g re e , a g re e , o r strongly a g re e ).
C irc le th e re s p o n s e th a t b e s t d e s c rib e s y o u r v ie w fo r e a c h s ta te m e n t.

Agree

□2

□3

□4

□5

□2

□3

□4

□5

□1

□2

□3

n4

□5

□1

□2

□3

□4

n5

□2

□3

□4

□5

Disagree
Disagree
1.

Iam conscious of getting older all of the time

2.

I am always aware of my age

3.

1 always classify myself as old

4.

I am always aware of the fact that I am getting

Strongly

Neither
Agree Nor
Disagree

Strongly

□1

Agree

older
5.

I feel my age in everything that I do

6.

As I get older 1 get wiser

□1

□2

n3

□ 4

□5

7.

As I get older I continue to grow as a person

□1

□2

□3

□ 4

n5

8.

As I get older I appreciate things more

□1

□2

□3

□4

n5

9.

I get depressed when I think about how ageing

□1

□2

n3

□ 4

□5

□1

□2

□3

□ 4

□5

□1

□2

□3

□4

□5

□1

□2

□3

□4

□5

□l

□2

□3

□4

□5

might affect the things that I can do
10. The quality of my social life in later years depends
on me
11. The quality of my relationships with others in later
life depends on me
12. Whether I continue living life to the full depends on
me
13. I get depressed when 1think about the effect that
getting older might have on my social life

Ill

14. As I get older there is much I can do to maintain my

□l

□2

□3

□4

□5

□1

□2

n3

□4

□5

16. Getting older restricts the things that I can do

□1

□2

□3

□4

□5

17. Getting older makes me less independent

□l

□2

□3

□ 4

n5

18. Getting older makes everything a lot harder for me

□1

□2

□3

□4

□5

19. As I get older I can take part in fewer activities

Pi

□2

□3

□ 4

□5

20. As I get older 1 do not cope as well with problems

□ 1

□2

□3

□4

□5

□ 1

□2

□3

□4

□5

22. How mobile I am in later life is not up to me

□1

□2

□3

□4

□5

23. 1 have no control over whether I lose vitality or zest

□1

□2

□3

□4

n5

□1

□2

□3

□4

□5

25. I get depressed when I think about getting older

□1

□2

□3

□4

□5

26. I worry about the effects that getting older may

□1

□2

□3

□4

□5

□1

□2

□3

□ 4

□5

□1

□2

□3

□4

□5

29. I feel angry when I think about getting older

□1

□2

□3

□4

□5

30. I go through phases of feeling old

□1

□2

□3

□4

□5

31. My awareness of getting older changes a great deal

□1

□2

□3

□ 4

□5

□1

□2

□3

□ 4

n5

independence
15. Whether getting older has positive sides to it
depends on me

that arise
21. Slowing down with age is not something I can
control

for life as I age
24. I have no control over the effects which getting
older has on my social life

have on my relationships with others
27. I go through cycles in which my experience of
ageing gets better and worse
28. My awareness of getting older comes and goes in
cycles

from day to day
32. I go through phases of viewing myself as being old
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B) E X P E R IE N C E OF H E A LT H -R E LA TE D C H A N G ES
The next list describes some health-related changes you may have experienced. Can you tell me whether you have experienced these
changes in the last 10 years and whether you believe that the changes experienced are specifically related to getting older or not

H a v e yo u e x p e rie n c e d

‘In te rm s o f th e c h a n g e s yo u H A V E e x p e rie n c e d : D o

th is c h a n g e ?

vo u th in k th is c h a n a e is O N L Y re la te d to. o r d u e to
th e fa c t th a t, y o u a re g e ttin g o ld e r’?

Yes

No

Yes

No

Id l

W eight problems

□i

□o

□i

□o

ld 2

Sleep problems

□i

□o

□i

□o

Id3

Back problem s or slipped disc

□i

□o

□t

□o

Id4

Painful joints

□i

□o

□i

□o

Id5

Not being m obile

□i

□o

□i

□o

Id 6

Loss of balance

□i

□o

□i

□o

Id7

Loss o f strength

□i

□o

□o

Id 8

Slowing down

□i

□o

□o

ld9

Cramps

□i

□o

□i

□o

IdlO

Bone or joint conditions

□i

□o

□i

□o

Id l 1

Cardiac or heart problem s

□i

□o

□i

□o

Id 1 2

Ear or hearing problem s

□i

□o

□i

□o

Id 1 3

Vision and eyesight changes

□i

□o

□i

□o

Id 1 4

Respiratory problem s

□i

□o

□i

□o

Id 1 5

Foot problem s

□i

□o

□i

□o

I d l6

Depression

□i

□o

□i

□o

Id l7

Anxiety

□o

□i

□o
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Appendix F: Revised Familism Scale (Losada et al., 2008)
Please rate the following statements using the scale provided.
(1 - Strongly Disagree, 2 - Disagree, 3 - Neither Agree nor Disagree, 4 - Agree, 5 - Strongly Agree)
1. One should make great sacrifices in order to guarantee a good education for his/her children.
2. One should help economically with the support of younger brothers and sisters.
3. When someone has problems s/he can count on help from his/her relatives.
4. When one has problems, one can count on the help of relatives.
5. One can count on help from his/her relatives to solve most problems.
6. Much of what a son or daughter does should be done to please the parents.
7. One should be embarrassed about the bad things done by his/her brothers or sisters.
8. Children should live in their parents’ house until they get married.
9. One of the most important goals in life is to have children.
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Appendix G: Care Vignettes
Below are the descriptions about five different individuals who need care, please read them and I will ask
you questions about each.
Mr. Copper
Mr. Copper does not have any problems with short term memory and is capable of making sound
decisions. He also has no problems expressing himself nor with eating. He can groom and dress, visit the
washroom and move around in his home fine by himself. But he needs some assistance with bathing. Mr.
Copper can also use the phone with no problem, but he needs some help when keeping track of and
remembering to take his medications. He also needs a lot of help when making his meals, housekeeping,
and travelling outside of his home.
• If you were caring for Mr. Copper, would you recommend placing him in a long-term care home?
Please explain your reasoning.
Mrs. Quinn
Mrs. Quinn does not have any problems with short term memory and is capable of making sound
decisions. She also has no problems expressing herself but needs extensive help with eating. She needs
full assistance with grooming and dressing, visiting the washroom and moving around in her home. She
also needs full assistance with bathing. Mrs. Quinn needs a great deal of help when using the telephone,
keeping track of and remembering to take her medications, making her meals, housekeeping, and
travelling outside of her home.
• If you were caring for Mrs. Quinn, would you recommend placing her in a long-term care home?
Please explain your reasoning.
Mrs. C. Cameron
Mrs. Cameron has problems with short term memory (is forgetful) and sometimes has difficulties making
sound decisions. She also experiences some problems expressing herself and needs some help with
eating. However, she does not need assistance with grooming and dressing herself, but she needs help
when visiting the washroom and moving around in her home. She also needs some assistance when
bathing. Mrs. Cameron requires a great deal of help when using the telephone, keeping track of and
remembering to take her medications, making her meals, housekeeping, and travelling outside of her
home.•
• If you were caring for Mrs. Cameron, would you recommend placing her in a long-term care home?
Please explain your reasoning.
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M r. W o n g
M r. W o n g so m e tim e s has p rob lem s w ith short term m em o ry (is so m e tim e s fo rg etfu l) and so m etim es has
d iffic u ltie s m a k in g sou n d d e c isio n s. H e a lso e x p e r ie n c e s so m e p rob lem s e x p r e ssin g h im s e lf and n eed s
so m e h elp w ith eatin g.

H e can groom and d ress h im se lf, as w e ll as v isit th e w a sh ro o m and m o v e around

in his h o m e b y h im se lf, alth ou gh h e d o e s n eed so m e a ssista n c e w h en bath in g. M r. W o n g a lso requires a
great d eal o f h elp w h en u sin g th e te le p h o n e , k e e p in g track o f and rem em b erin g to tak e h is m ed ica tio n s,
m a k in g h is m e a ls, h o u se k e e p in g , and tra v ellin g o u tsid e o f his h om e.

• I f y o u w ere carin g for Mr. W o n g , w o u ld y o u reco m m en d p la cin g him in a lo n g - term care hom e?
P lea se e x p la in y o u r reason in g.

M r. K rin gle
M r. K rin g le d o e s n ot h ave any p rob lem s w ith short term m em ory (is n ot fo rg etfu l) and is cap ab le o f
m ak in g sou n d d e c isio n s. H e a lso has n o p rob lem s e x p r e ssin g h im s e lf nor w ith eatin g. H e n eed s so m e
a ssista n c e w ith g ro o m in g and d ressin g , as w e ll as v isitin g the w a sh ro o m , m o v in g around in his h o m e and
w h en bath in g. M r. K rin gle a lso requires a great d eal o f h elp w h en u sin g th e telep h o n e, k eep in g track o f
and rem em b erin g to take h is m ed ica tio n , m a k in g h is m ea ls, h o u se k e e p in g , and tr a v ellin g o u tsid e o f h is
h o m e.
• I f y o u w ere carin g for M r. K rin gle, w o u ld y o u recom m en d p la c in g him in a lon g-term care h o m e?
P lea se ex p la in y o u r reason in g. •

• D o e s t h e lo v e d o n e y o u c a r e fo r r e s e m b le a n y o f t h e s e v ig n e t t e s a b o v e ? H a v e y o u b e e n th in k in g
a b o u t o r m a d e a n y d e c is io n s a b o u t p la c e m e n t in a lo n g - t e r m c a r e h o m e fo r y o u r lo v e d o n e ? If so ,
d e s c r ib e (in c lu d in g th e r e a s o n in g ).
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Appendix H: Interview
Tell me about yourself:
Probes:
• When were you bom?
• What is your highest level of education?
• Would you say you identify with a culture that emphasizes family care giving?
• How long have you been a caregiver?
• Are you the primary caregiver?
•Do you currently live with the care recipient?
• How many hours do you spend providing care each week?
• How would you rate your own health?
(1 [Very poor], 2 [Poor], 3 [Neither poor nor good], 4 [Good], 5 [Very good])
• How would you rate your own health, compared to others your age?
(1 [Very poor], 2 [Poor], 3 [Neither poor nor good], 4 [Good], 5 [Very good])
• Many people feel older or younger than they actually are. What age do you feel most of the
time?
• How would you rate your satisfaction level with your financial situation?
(1 [Very poor], 2 [Poor], 3 [Neither poor nor good], 4 [Good], 5 [Very good])
• How would you rate your satisfaction level with your social network?
(1 [Very poor], 2 [Poor], 3 [Neither poor nor good], 4 [Good], 5 [Very good])
• Why do you care for your loved one now?
• Please describe if and how you think _[the reasons provided for caregiving]__might affect
your decision to recommend long-term care for your loved one.
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Appendix I: Researcher Background
I am currently a gerontology graduate student, and I am interested in informal caregivers
because they play an instrumental role in the lives of older adults. As family members, informal
caregivers also have a unique role in shaping the choices of those that they care for. As well, I
am also personally interested in informal caregivers because it is a role that almost everyone
takes on at some point in life.
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Appendix J: Correlation Tables

Table a. Spearm an correlation s (rs) v a lu e s ob tain ed from d em o g ra p h ics v a riab les, v ig n ette sco res,
fa m ilism sc o r e s and a g in g attribution scores.

1

2

3

4

5

6

7

8

9

10

V ig ( l)

1

Fam (2)

.077

1

AA (3)

-.063

.306

1

Age (4)

.093

.267

.049

1

PAD (5)

.192

.064

.106

-.228

1

SV (6)

-.095

-.4 8 6 *

-.321

-.114

-.343*

1

HR (7)

-.141

.193

-.027

.142

-.163

.017

1

RHR (8)

-.098

.082

-.054

.203

-.239

.252

.891*

1

FS (9)

-.198

.086

.101

.103

-.105

.077

.191

.299

1

SS (10)

-.273

-.037

.0 0 1

.195

-.343*

.199

.029

0 .1 0 0

.467*

1

Edu (11)

-.265

-.2 0 2

.173

-.244

-.206

.091

.267

.297

.296

.165

N o te .

N = 40. Vignette scores (vig), scores on the “Revised Familism Scale” (Fam), aging attribution scores on the

Experiences o f Health-Related Changes subscale o f the “A ging Perceptions Questionnaire” (A A), and
demographics variables: age, difference between chronological age and perceived age (PA D ), spouses’ level o f
needs (SV ), health rating (HR), relative health rating (RHR), financial satisfaction (FS), social satisfaction (SS),
education (Edu).
* Significant correlations at the p < .05 level.
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Table b. Spearm an correlation s (rs) v a lu e s ob tain ed from V ie w s A b o u t G ettin g O ld er con stru cts, v ig n ette
sco res, fa m ilism sco res and a g in g attribution sco res.

1

2

3

4

5

6

8

7

9

V ig(l)

1

Fam (2)

.077

1

AA (3)

-.063

.306

1

TC/A (4)

.091

-.006

.026

1

TCyc (5)

.094

-.078

-.209

.195

1

PC (6)

.111

.058

-.041

-.239

.242

1

NC (7)

.075

.335*

.305

.358*

.080

-.157

1

PosC (8)

.218

.001

-.190

-.188

-.040

.512*

-.254

1

NegC (9)

-.251

-.520*

-.200

-.281

-.270

.165

-.713*

.323

1

EmoRep (10)

-.021

.365*

-.113

.414*

.314*

-.119

.431*

-108

-531*

10

Views about aging

1

Note. N = 4 0 . V ig n e tte sco res (v ig ), sco res on th e “R e v ise d F a m ilism S c a le ” (F a m ), a g in g attribution
sc o r e s on th e E x p erien ces o f H ealth -R elated C h a n g es su b sca le o f th e “A g in g P ercep tio n s Q u estio n n a ire”
(A A ), and con stru cts on th e V ie w s about G ettin g O ld er su b sca le o f th e “A g in g P ercep tion s
Q u e stio n n a ir e ” : tim e lin e ch ron ic/acu te (T C /A ), tim e lin e c y c lic (T C y c ), p o sitiv e co n se q u e n c e s (P C ),
n e g a tiv e c o n se q u e n c e s (N C ), p o sitiv e con trol (P o sC ), n eg a tiv e con trol (N e g C ), and em o tio n a l
rep resen tation s (E m o R ep ).

* p < .0 5.
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Table c. Spearman correlations (rs) values obtained from demographics variables and Views About
Getting Older constructs
1

2

3

4

5

6

7

8

9

10

11

SV(1)

1

RHR (2)

.2 5 2

1

PAD (3)

- .3 4 3 *

-.2 3 9

1

FS (4)

.0 7 7

.2 9 9

-.1 0 5

1

SS (5)

.1 9 9

.1 0 0

- .3 8 6 *

.4 6 7 *

1

TC/A (6)

-.2 1 1

-.2 3 3

.4 0 6 *

-.1 4 5

-.1 8 2

1

TCyc (7)

.0 3 3

.1 2 4

.2 5 3

-.1 2 9

-.1 6 2

.1 9 5

1

PC (8)

.3 8 9 *

.3 0 8

- .3 4 6 *

-.1 5 0

-.0 6 6

-.2 3 9

.2 4 2

1

NC (9)

-.2 4 3

-.2 3 8

- .2 7 6

.0 5 5

- .3 7 9 *

.3 5 8 «

-.0 4 0

.5 1 2 *

1

PosC (10)

.1 6 8

.3 2 9 *

.4 8 6 *

-.2 4 5

.2 7 0

-.1 8 8

.0 8 0

-.1 5 7

-.2 5 4

1

NegC
(H)

.4 8 0 *

.2 0 8

-.5 7 3 *

.2 4 7

.5 2 6 *

-.2 8 1

-.2 7 0

.1 6 5

- .7 1 3 *

.3 2 3 *

1

EmRep
(12)

-.3 8 5 *

-.1 4 4

.3 5 5 *

-.0 2 4

- .4 2 7 *

.4 1 4 *

.3 1 4

-.1 1 9

.4 3 1 *

-1 0 8

-.5 3 1 *

12

1

Note. N = 40. Demographics variables: difference between chronological age and perceived age (PAD),
spouses’ level of needs (SV), health rating (HR), relative health rating (RHR), financial satisfaction (FS),
social satisfaction (SS), and constructs on the Views about Getting Older subscale of the “Aging
Perceptions Questionnaire timeline chronic/acute (TC/A), timeline cyclic (TCyc), positive
consequences (PC), negative consequences (NC), positive control (PosC), negative control (NegC), and
emotional representations (EmRep).
* Significant correlations at the p < .05 level.

